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therapists work in partnership with people with learning disabilities to 
encourage independence and empowerment, and to address a wide variety 
of everyday issues and difficulties. 

Comprehensive and wide-ranging, this book describes in detail the role and 
work of the music therapist with adults with learning disabilities. Many 
clinical examples are used, including casework with people with autism, 
Asperger's syndrome, profound and multiple learning disabilities and a 
dual diagnosis of learning disability and mental health problems. The book 
also explores issues of teamwork and collaborative working, considering 
how music therapists and their colleagues can best work together. The 
chapters are grouped into four sections: an introduction to current music 
therapy work and policy in the area, clinical work with individuals, clinical 
work with groups, and collaborative and teamwork. Guidelines for good 
practice are also provided. 

This is a thought-provoking and topical text for all those involved in work 
with adults with learning disabilities. It is essential reading for music 
therapists and fellow professionals, carers, policymakers and students. 
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Foreword 

Tony Wigram 


Music Therapy with Adults with Learning Disabilities is a very welcome 
addition to the literature, especially because this population has attracted 
much less attention in the past compared with other populations. The impact 
of a learning disability is most keenly felt when an increasing lack of services 
and support fails to recognise the uniqueness and potentials of this group 
within our society. In a world where labels carry more and more weight, 
paradoxically because of the label ‘learning disability’ we are all frequently 
guilty of underestimating and consequently reducing our expectations of 
people with mild, moderate, severe or profound learning disabilities. This 
fascinating book opens a door into a creative world, allowing us to be both 
reassured and challenged, and to realise what music used therapeutically can 
mean. 

Tessa Watson has brought together an experienced and highly skilled 
group of contributors to offer a detailed exploration and understanding of 
the value of music therapy in this multifaceted area. The book offers insights 
into the role of music therapy in addressing the real and everyday issues that 
people with learning disability face - the need to be recognised, listened to, 
understood and to open up their emotions through a medium that allows 
anger as much as happiness, sadness as well as joy, and bewilderment, fear 
and anxiety. Expressing difficult, sometimes painful emotions is not nega- 
tive; it is as necessary and healthy as positive emotional experiences. We 
frequently discuss whether therapies meet health needs - well having some- 
one listen and respond to your frustration and anger is also a health need, 
and as much a healthy process as physical treatments. 

Tessa Watson sets the scene by offering a practical and focused explana- 
tion of the relevance and scope of music therapy, illustrating this through the 
process of three imagined people. This opening section provides such a 
useful understanding from referral to therapy, valuable for many differing 
groups - trainee music therapists, music therapy clinicians and educators 
from within the profession, and disciplines within the multidisciplinary team 
and managers of services from without. Tessa Watson also addresses the 
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need to connect clinical practice with theory - and the support of cited 
literature pervades all chapters of this book. 

The second section delves into three subgroups with diagnoses of autism 
(Rhian Saville), challenging behaviour (Cathy Warner) and people with dual 
diagnoses (Eleanor Richards). People with these specific problems have been 
referred for music therapy since first reports of the beneficial therapeutic 
effects of music were documented. All three contributors describe very 
well the focus of the work, but I was (as usual) particularly impressed with 
the case examples which do so much to bring alive the discussion. Social 
engagement, self-understanding and a preparedness to engage in deep emo- 
tional contact is the way these contributors explicate the importance of 
music therapy, at the same time illustrating the expertise of the therapist. 

My own abiding memories from 21 years of working in a large institution 
for adults and children with learning disabilities is the group work, and it is 
very welcome to find in this book three important chapters documenting 
group music therapy. Clare Fillingham’s case example shows us how well 
music therapy facilitates group dynamics and relationships, and the 
included research study, looking at perceptions of friendships and how they 
developed over time (pre/post results) between group members demon- 
strates very ‘client-centred’ research. Tessa Watson’s chapter shows how 
clearly she has centred her work within the culture and community of her 
clients, and their needs from the community. I personally resonated with 
her chapter on music therapy with people with profound and multiple 
learning disability, which was in fact the clinical population with whom I 
took my first faltering steps as a newly qualified music therapist many years 
ago. Music therapy’s style of work through empathic engagement at the 
person’s level is really evident in Tessa Watson’s work, as well as a recog- 
nition of the need for some structure in group work. Nind and Hewitt’s 
original work into intensive interaction emerged when they came to join the 
teams at my own institution in the 1980s, and was (I am sure) clearly 
influenced by seeing the music therapy approach of working at the client’s 
level, as indeed we were later influenced by the highly skilled methods they 
developed. Tessa Watson illustrates with detail the influence of musical 
elements - particularly melody, harmony and the importance of singing. 

I also welcome the attention given to effectively communicating about 
music therapy to the wider audience, and this theme is addressed by Ben 
Saul, Karen Twyford and Tessa Watson. The significance of recognising 
music therapy as a therapy, and how others might perceive and understand 
this work in the lives of the people is well discussed. The dialogue between 
members of a multidisciplinary team is informative, insightful, and reflects 
recognition of the work by other professionals, not to mention the impact a 
group improvisation and workshops had had on this team. 

There is so much in this book, and the integrating influence of Tessa 
Watson is evident. Contributing four of the ten chapters herself, and one 
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co-authored, Tessa Watson has provided music therapists, related profes- 
sionals, carers, parents and professionals with a wonderful insight into the 
importance of music therapy for people with learning disabilities. This book 
is essential reading for all students of music therapy, and for clinicians. 
Music therapy for adults with learning disabilities is well resourced, guiding, 
inspiring, and helps us to understand why people with learning disabilities 
find music therapy so relevant for them. 
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Introduction 


Tessa Watson 


Prologue 

In a room in the community centre, six people sit, clients and music therapists, 
playing instruments and singing together. Maggie is kicking a drum with her foot, 
making a loud sound. She hears one of the music therapists respond on the violin, 
laughs and begins to sing. At this moment she is the soloist in this piece of group 
music, engaged in a close dialogue with others, controlling what happens next, 
making choices and influencing the music. Her expressive vocal sounds seem to 
carry feelings of both joy and pain. When the music ends, there is a satisfied silence 
and no need for words. Maggie has profound and multiple learning disabilities and 
needs help with all aspects of her daily life. Her experience in music therapy helps 
her to relate beyond these disabilities, achieve self-expression and engage in 
profoundly satisfying relationships. 

Later in the day, Nick ends his session by coming close to the music therapist, 
looking her in the eyes and telling her, ‘I liked music therapy today.’ He has been in 
the room for his usual 40-minute session. In other settings he finds it hard to spend 
more than five minutes with another person or to look at someone’s face. Nick 
uses the sessions to expressively play the instruments with the therapist, talk and 
think, and sometimes write song lyrics which reflect upon his life experiences. Nick 
has found it useful to use the instruments to show how angry he can feel. He is able 
to express his strong feelings without damaging the therapeutic relationship that 
allows him to share, process and reflect upon these experiences. Nick has learning 
disabilities, autism and additional mental health problems, and finds much of life 
confusing and frightening. 

The themes of the book 

Music Therapy with Adults with Learning Disabilities is the first book to 
focus entirely on this important work undertaken with clients with a variety 
of diagnoses of learning disability. It gives an insight both into music 
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therapy work, and the issues faced by people with learning disabilities in 
their lives, illustrated by many case examples of music therapy clinical 
work. Most music therapy work is undertaken in a confidential therapeutic 
setting. However, music therapists need to find ways to share information 
about their work. This book provides a detailed picture of that work which 
will be of interest not only to music therapists but also to others interested 
in finding out about the profession or work within this area. 

A learning disability is a diagnosis of significant intellectual impairment 
and deficits in basic everyday skills, present from childhood (Emerson et al. 
2001). Surveys indicate that at present over one million adults in the UK 
have a mild or severe learning disability. Having a learning disability has a 
different impact for each person due to the wide range of different diag- 
noses and difficulties that are encompassed in the term. These diagnoses are 
described within the chapters of this book, and consideration is given to the 
impact that the varying conditions might have for a fulfilling life. People 
with learning disabilities have been marginalized and often badly treated 
throughout history, and are only now being encouraged to find their own 
voices and take a full place in society and community. As Arthur states: 
‘the emotional lives and emotional difficulties of people with learning 
disabilities have been largely neglected’ (2003: 25). This book explores how 
music therapists work in partnership with people with learning disabilities 
in the area of relationships and emotions, encouraging independence and 
empowerment, and addressing a wide variety of issues and difficulties. 

Music therapy is a primarily non-verbal form of therapeutic intervention, 
making it particularly suitable for people who have communication diffi- 
culties or who find it hard to talk about their feelings. People who have 
difficulties interacting with others, or who use behaviour that challenges 
can also find this therapy to be an accessible approach. John states that 
music therapy can be viewed as ‘experience oriented rather than insight 
oriented’ (John 1995: 160), allowing people to have an experience of finding 
different ways of being with others, of expressing and sharing their feelings 
and of telling their stories through music, when words are not available. 
Music therapy therefore has great relevance for this client group due to the 
accessibility of the non-verbal medium of music and the opportunities it 
gives for forming relationships, and sharing and expressing feelings. The 
different chapters in the book explore the whole range of clinical work in 
this area: from individual and group work, to collaborative work with other 
professionals where knowledge and skills are shared. 

Music therapists in the United Kingdom have worked with adults with 
learning disabilities since the 1960s, and yet the work has been infrequently 
documented. Aware of this gap in the music therapy literature, I began to 
think of bringing together the first book that would document experiences 
in music therapy with adults with learning disabilities in order to describe 
and validate relationships and work that I have found both profound and 
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moving. All those contributing to this book have encountered people who 
have displayed resilience and strength, who have worked hard in their 
therapy and have much to teach us about life and disability. 

In the past few years there has been more dialogue between music 
therapists working with adults with learning disabilities, perhaps because of 
the need to address issues raised by government policy and legislation. It 
seems timely to invite other authors to share their work and recent research. 
These authors have brought energy and enthusiasm to the task of 
documenting their clinical work and research, and have made it a pleasure 
to edit this book. 

Those reading the book will probably be aware that the government has 
focused on the area of learning disability in recent years, with the publi- 
cation of the White Paper Valuing People in 2001, and this has had a 
significant impact on the way in which learning disability services are 
delivered (DOH 2001c). The themes and questions that this book raises and 
addresses are therefore timely. The aim of Valuing People was to improve 
the life chances of people with learning disabilities, focusing on the prin- 
ciples of rights, independence, choice and inclusion. This book explores in 
detail the way in which these issues are central to music therapy work, and 
how music therapists address these themes (see Chapter 1). These develop- 
ments are relevant not only to work in the UK but internationally, in terms 
of the movement towards advocacy, independence and fulfilling lives. 

The structure of the book 

The book divides into four sections. The first part comprises two chapters 
that give a detailed history and overview of the areas of learning disability 
and music therapy. Chapter 1 provides information about what a learning 
disability is and how it impacts on lives, families and communities. A 
summary of the history of this population is given, concluding with an 
outline of recent thinking and policymaking. The history of music therapy 
within this clinical area is then considered, including a literature review. 
Chapter 2 looks in detail at the work of the music therapist, asking the 
question: what happens in the therapy room? The work is brought to life as 
we meet and follow three imagined clients in their progress through 
therapy. Throughout the chapter there are points of reflection on theory 
and practice, giving a comprehensive picture of music therapy work. 

The second part of the book is concerned with work with individuals 
with specific diagnoses. The authors give information about each diagnosis 
and the way in which it might affect a person’s life, an overview of music 
therapy approaches and strategies, and illustrate their writing with clinical 
examples. Rhian Saville considers autism and Asperger’s syndrome, sum- 
marizing recent theoretical debate and describing a case study of work with 
a young man undertaken over four years. Cathy Warner writes about 
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challenging behaviour, presenting the main issues in this difficult area of 
work and describing a clinical case study that considers the work of four 
individuals within a group. Eleanor Richards discusses the issues for clients 
with a dual diagnosis of learning disability and mental health problems. 

The third part of the book describes group work. In Chapter 6, Clare 
Fillingham looks at group work and friendship, giving an overview of 
group work theories and using her recent research to illustrate the way in 
which music therapy can contribute towards widening social networks. My 
own work is then documented in two further chapters, first Chapter 7 about 
music therapy and community work. This chapter outlines concepts of 
community, including recent theoretical developments in music therapy, 
and describes group work specifically set up to address issues around com- 
munity life. Chapter 8 is concerned with work with people with profound 
and multiple learning disabilities. An overview of the issues for these clients 
is given and illustrated with a case study of a group. 

The last part of the book is concerned with the issue of teamwork. In 
Chapter 9, Ben Saul considers how the outside world views music therapy, 
using recent research to show how carers consider that music therapy can 
help clients, and what this means for music therapy practitioners. In 
Chapter 10 Karen Twyford and I consider the concepts of multidisciplinary 
and collaborative working in music therapy, outlining these concepts, 
presenting a discussion between multidisciplinary colleagues, and illustrat- 
ing these ideas with examples of collaborative work between colleagues. 
Appendix 1 gives good practice guidelines for music therapy clinicians and 
Appendix 11 lists useful organizations and websites. 

A note on terminology 

I have chosen to use the term learning disability throughout the book, as 
this is the terminology that I am familiar with in my work in the NHS. 
However, I am aware that some people prefer the term learning difficulty, 
and I hope that the reader will imagine that these are interchangeable. The 
terms client and service user are used at different points throughout the 
book by different authors, illustrating differences in the use of words and 
terminology. These issues of terminology are considered in Chapter 1. 

In conclusion, it is hoped that this book will be a thought-provoking read 
and provide knowledge and guidance to music therapists, fellow pro- 
fessionals and carers and others interested in this area of work. 



Chapter 1 


Valuing people 

A new framework 

Tessa Watson 


A history of learning disabilities 

The first part of this chapter looks at what a learning disability is and how 
it affects everyday life. Knowing about these facts and their consequences 
helps workers to be aware of important issues that might arise during 
clinical work. 


Definitions and causes of learning disability 

The definition of a learning disability includes the presence of: 

• a significant intellectual impairment 

• deficits in social functioning or adaptive behaviour (basic everyday 
skills) which are present from childhood (Emerson et al. 2001). 

In order to ascertain that a person has a significant intellectual impairment, 
it is usual to refer to intelligence quotient (IQ). An IQ of below 70 is the 
current score used to indicate a learning disability (measured with the 
Wechler Adult Intelligence Scale). The World Health Organization Inter- 
national Classification of Diseases (WHO 1992) details four categories of 
IQ: mild, moderate, severe and profound. It is arguable that these are 
neither accurate nor useful, due to both the difficulty and value of assessing 
disability in this way. The interaction between the person and their environ- 
ment is now considered as important as IQ in assessing disability. Living 
and working in a familiar, predictable environment will lead someone to 
have greater coping skills than if they were in an unfamiliar environment 
with few cues or communication aids. 

Causes of learning disability are not always clear, and because of this 
some people may not have a specific diagnosis. It is accepted that bio- 
logical, environmental and social factors are all involved in the aetiology 
of a learning disability. Recent research suggests that in the case of those 
with a mild learning disability there is often an association with social class 
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and unstable family background. Readers are referred to Emerson et al. 
(2001) which gives a comprehensive explanation of the different diagnoses 
of learning disability. Biological factors that can cause a learning disability 
can be summarized as being genetic (chromosome or gene disorders), 
antenatal (damage during pregnancy such as infections, intoxication and 
physical damage), perinatal (damage during birth) and postnatal (damage 
after birth such as infections or injury). The most commonly known 
diagnoses are Down’s syndrome, fragile X syndrome and autistic spectrum 
disorder (ASD, which includes autism and Asperger’s syndrome). It is 
estimated that in the UK there are between 580,000 and 1,750,000 
people with a mild learning disability and 230,000-350,000 with a severe 
learning disability. Many people with a mild disability do not use specialist 
services. 

Most people with learning disabilities have some form of communication 
difficulty, which in its turn may cause emotional and behavioural difficul- 
ties. About half of these people also have a sensory impairment such as 
vision or hearing loss, and many have an additional physical disability. 
Some people may use behaviour which challenges and this is often con- 
sidered as a response to a situation or experience. In addition to their 
primary disability, this population may be more likely to experience other 
health problems such as epilepsy (approximately 30 per cent). 

People with learning disabilities who experience difficult or adverse life 
events may also experience a mental health problem (approximately 40 per 
cent, including episodes of depression, anxiety, self-injury, or more 
enduring illnesses such as schizophrenia and bipolar affective disorder). 
Sinason (1992) describes the burden of handicap as depleting the resources 
of the individual, making a mental health problem more likely. 


Social history 

Much has been written about the history of this population (Alaszewski 
1988; Brown and Smith 1992; Dumbleton 1998; Malin 1987; Race 1995; 
Thomas and Woods 2003; Walmsley and Ralph 2002), and this is now 
summarized briefly. Called ‘fools’ or ‘natural fools’, people with learning 
disabilities were accepted as part of society until the 1600s. With the Age of 
Enlightenment came clearer ideas about power, education and employ- 
ability, and having a learning disability became a stigma and often meant 
life in the workhouse. The first laws and policies in this area are observed in 
the Victorian era (e.g. the Mental Deficiency Act 1913), when the morality 
of the time encouraged harsh treatment and a negative, judging attitude. 
The ideas behind institutions of the time were broadly based in education, 
but there was much ill-treatment and poor conditions. Individuals were 
segregated from their communities and men and women were not allowed 
to mix. Later, as eugenics became a popular idea, families were blamed for 
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producing a child with disabilities. People with learning disabilities were 
considered to have a negative influence on those around them, and as a 
result led limited, regimented lives. We gain an insight into the extremes of 
thinking of this time from Tredgold’s statement: ‘It would be an economical 
and humane procedure were their existence to be painlessly terminated’ 
(cited in Race 2002: 33). 

Sinason articulates the issues of euphemism that arise for a population 
who have been negatively labelled. She traces the history of terms from 
blockhead, cretin, imbecile, retard, subnormal to disability and reminds us: 

Nearly every book on mental handicap written in the last hundred 
years begins with a chapter on definitions and words chosen. Each such 
chapter praises itself for its hopeful new term. It is therefore doing a 
grave disservice to past pioneers to point contemptuously to their 
chosen terms. Within another five years the process of euphemism will 
already be affecting the brave new words. 

(Sinason 1992: 40) 

With the inception of the welfare state and National Health Service (NHS) 
in 1948, asylums became hospitals and people with learning disabilities 
began to be cared for by health professionals. Race notes that with this era 
began the ‘clear footprint of the medical model’ (2002: 36). However, there 
was no specific training for the work and it was not popular. Gradual 
change occurred as theorists began to suggest that a hospital should be a 
place of development and rehabilitation. In 1964 Jack Tizard began his 
pioneering work, writing about the need for better services. At this time 
most people with learning disabilities were living in large hospitals, 
alienated and excluded from society, with little control over their lives. For 
many, this was their whole life experience. David Barron (a patient) 
illustrates this, stating: ‘It was an awful life inside the hospital although I 
knew no other way of living’ (Barron 1989). 

Gradually, in the 1960s and 1970s, the concept of normalization began 
to change services, and the writing of Wolfensberger was brought to 
the UK from Denmark and the USA (normalization was renamed social 
role valorization in 1983 to focus attention on the need for valued social 
roles for people with learning disabilities). As thinking changed, the theme 
of deinstitutionalization became important. In the UK, the governmental 
Jay report (HMSO 1979) laid down several principles which valued 
inclusion in society. O’Brien wrote on ‘the principles of ordinary life’ 
(1987), and developed accomplishments by which services could measure 
their achievements. 

In 1990 the Community Care Act began the process of closing hospitals 
and resettling residents into the community (DOH 1990). The numbers of 
people living in hospital decreased from 51,000 in 1976 to 3638 in 2002 



8 T essa Watson 


(Emerson 2004; O’Hara and Sperlinger 1997). Most people with learning 
disabilities now live in residential services in the community. This has 
brought them many positive benefits including a greater quality of life, 
individual support and inclusion in community and society. In parallel with 
these changes in thinking and delivery of services, terminology changed first 
to mental handicap and then learning disability (the term chosen by the 
Department of Health in 1990), or learning difficulty (the term preferred by 
some service users). Alongside these developments, the idea of a social 
model of disability was growing. This model encourages a socially aware, 
inclusive culture, and brings attention to the barriers to full living faced by 
people with disabilities. 

Current frameworks for practice 

This part of the chapter will summarize recent NHS and government 
guidance, including the 2001 government White Paper, Valuing People 
(DOH 2001c). Since the 1990s there has been an increase in literature, 
training and initiatives developing values of advocacy, partnership, inclu- 
sion and person-centred services. As the idea of partnership began to 
develop between agencies, different models of disability such as social and 
medical models were compared, leading to a more holistic approach. 

The DOH publication Signposts for Success promoted physical health 
and therapeutic interventions, stating that services should ensure that 
people with learning disabilities had opportunities to ‘lead a life which 
promotes mental health and well-being, including communication, relation- 
ship building, busy and interesting days and personal achievement’ (1998: 
9) and ‘develop and learn throughout their lives by encouraging inde- 
pendence, self-determination and planned risk taking as an aid to personal 
growth and learning’ (p. 9). 

Also in 1998, the Human Rights Act was published, giving the right for all 
people to a family life, and the right to education (HMSO 1998). These two 
rights directly link with independence and self-determination, and therefore 
have an impact on what is considered possible for people with learning 
disabilities. In 2001 the government White Paper Valuing People was 
published (DOH 2001c). In 2005 two pieces of guidance were published: 
first, the Mental Capacity Act which outlined a statutory framework aiming 
to empower and protect vulnerable people who are not able to make their 
own decisions (DOH 2005a); second, a government paper titled Improving 
the Life Chances of Disabled People which aimed to ensure that ‘disabled 
people should have full opportunities and chances to improve their quality 
of life ... as equal members of society’ (Cabinet Office 2005: 1). In 2006 the 
government White Paper Our Health, Our Care, Our Say set out plans 
for the development of health and social care services in the community 
(DOH 2006). 
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Thus recent thinking and policymaking allow us to work with clients 
within a framework that values their contributions and encourages a vision 
of more fulfilling futures. Valuing People, and the Scottish equivalent 
The Same as You (Scottish Executive 2001), were broadly welcomed as 
giving a comprehensive vision for work with this client group in the twenty- 
first century (see critiques in Eliatamby and Elampton 2001; McGill 2005; 
Williams 2005). In these publications, principles and strategies for work 
with people with learning disabilities are given, and issues in their lives 
considered. Many of the developments of previous decades are taken for- 
ward, and at its heart are four main principles: rights, independence, choice 
and inclusion (DOH 2001c). A summary of these issues is given below. 


Working together 

Recent writing implies that efficient communication and exchange of 
information between workers and across organizational boundaries (health, 
social services, independent and charity organizations) provides more 
effective services. In particular, health and social services workers now form 
joint teams, sharing client care. This places importance on strong multi- 
disciplinary and multi-agency working and gives a responsibility to the 
music therapist, along with other workers, to find appropriate and efficient 
ways of communicating (with due consideration to confidentiality) about 
their work. This may be with individual workers concerning particular 
clients, or through contribution to planning or professionals meetings. 
Communication systems should also allow contact with partner organiza- 
tions such as voluntary organizations, schools or mental health service 
providers. In addition, training may be provided for colleagues about the 
role of the music therapist within a team or organization. Race (2002) 
considers that this helps to provide consistency of values between workers 
and services. 

Contact with the client’s family can be useful for all involved, allowing 
discussion of key issues as the person progresses in their therapy. However, 
when working with adult clients with learning disabilities it can be unclear 
how much contact with parents or other family members might be appro- 
priate. Music therapists might hold review meetings with the client and 
invited members of the family. The content of the meeting could be negoti- 
ated with the client, who may wish to lead part or all of the meeting, in 
order to maintain a sense of control. 


Advocacy and person-centred planning 

Valuing People states that ‘it is no longer acceptable for organisations to 
view people with learning disabilities as passive recipients of services; they 
must instead be seen as active partners’ (DOH 2001c: 51). Great importance 
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is now placed on a culture of self-advocacy, advocacy or empowerment, in 
order that clients can have a voice and control over their lives. Advocacy 
can be described as speaking up, or speaking on behalf of a person about a 
particular issue (Aspis 2002). Empowerment is the process of enabling 
people to take control of their own lives. Advocacy groups and user forums 
contribute greatly to an understanding of the needs and wishes of people 
with learning disabilities. 

As part of this culture of advocacy, the concept of person-centred 
planning (PCP) is articulated. PCP is described by Towell as ‘a way of 
assisting people to work out what they want, the support they require and 
helping them get it’ (2004: 12). PCP encourages clients to think, with 
appropriate people, about their lives, dreams and aspirations, and to develop 
plans for the future. The idea of following the lead of the client through a 
person-centred process is familiar to the music therapist who may be invited 
to contribute to a PCP or planning circle because of the close and reciprocal 
contact that has been established with the person involved. 

Accessible information is frequently used when working in a person- 
centred way, and a PCP record might include accessible signs and symbols, 
such as Makaton (a communication system adapted from British Sign 
Language), photographs, videotape or a computer program as a way of 
documenting the client’s opinions and personality. Music therapists might 
also use accessible information in their work: to communicate dates and 
times as well as breaks in therapy, or to help a client to identify or articulate 
a particular emotion or experience. Accessible information could be used in 
relation to paperwork such as referral forms, information sheets or reports 
(see Grove et al. 2000). 


Healthy lifestyles 

Health professionals have a responsibility to promote good health and 
healthy lifestyles. At first sight it might be thought that it is not part of the 
role of a music therapist to directly address issues relating to a healthy 
lifestyle. Music therapy work is most closely linked to promoting healthy 
lifestyles in the areas of communication, mental health, independence and 
skills, sexuality and relationships and challenging needs. Embedded within 
this is the promotion of good emotional and mental health, and greater 
independence and skills in these areas. 

In order to promote healthy lifestyles, NHS settings have been directed 
by the Department of Health to provide each client with a health action 
plan (HAP). This is defined as ‘a personal plan about what a person with 
learning disabilities can do to be healthy’. HAPs and health facilitation are 
‘about supporting good emotional health as well as good physical health. 
So this is about your feelings as well as your body’ (DOH 2002: 4). Cur- 
rently, the emphasis of health action plans tends to be on physical health. 
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However, mental health should also be considered and protocols are to be 
developed between mental health and learning disability services. 


Culturally appropriate services 

Mir et al. (2001: 13) remind us that ‘the personal and collective values and 
experiences of people within minority groups are often different from those 
of the majority population’ (see also Nadirshaw 1997). Minority ethnic 
communities face some inequalities and discrimination in employment, 
education, health and social services, and there is a higher prevalence of 
learning disability in South Asian communities. There are different ways of 
thinking about disability and workers may need to explore the attitudes and 
beliefs of the client and their family in order to be able to work sensitively 
with issues brought to therapy. For example, there may be cultural expec- 
tations about the role of a person with a learning disability in the family, 
or about what they can achieve, along with expectations of the roles of 
family carers. 


Transition 

Transitions from school to college, to a day centre or job, and in old age are 
important times of change. In reality they cannot always be planned, and 
clients and their families can find periods of transition unsettling or dis- 
tressing. The emotional impact of leaving school, which may have provided 
a positive structure and progression through childhood years, can be signifi- 
cant, as young adults confront the reality that they may not have their dream 
job or go to university like their siblings. Whilst for many, leaving school is 
the start of a career or further study and an exciting introduction to 
independence, young adults with learning disabilities are often confronted 
with little choice or structure. There may be too few places on appropriate 
courses at college or further education, or only a couple of days available at 
a day centre. Valuing People stresses the need for services to work together to 
’ensure effective links are in place within and between children’s and adult’s 
service in both health and social services’ (DOH 2001c: 43). 

Other transitions that mark the beginning of a fully independent, adult 
life are gaining employment and leaving home. For people with learning 
disabilities, leaving home may not happen in a natural, positive way, but 
during a time of crisis (for example, when a parent dies). Employment, one 
of the ways in which we gain a sense of identity, self-worth, and also a place 
where many relationships are made, is an important part of adult life. There 
are now more job opportunities available for people with learning 
disabilities, some within supportive schemes (Mencap 2002). Towards the 
end of life. Walker and Walker (2002) consider some of the issues around 
independence for people with learning disabilities who are ageing. 
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External realities and internal worlds 

Fulfilling lives are experienced in both practical and emotional terms. 
Adults with learning disabilities may be struggling actively or passively 
(consciously or unconsciously), with the emotional impact of their disability 
and the obstacles that it raises to interacting in an easy, normal way. 
Hodges talks about ‘painful external realities and painful internal worlds’ 
that may be experienced due both to disability and the world’s response to 
these (2003). In 2005 Emerson et al. found that only 47 per cent of those 
people with learning disabilities they interviewed were ‘very happy’ with 
their lives. 

People with learning disabilities might need different kinds of help in 
order to use both their personal resources and the opportunities open to 
them. An idealistic stance may find professionals taking polarized positions, 
as Skelly describes: ‘“you are denying this person choice” versus “you are 
denying this person’s difficulties’” (2002: 42). Reyes-Simpson suggests that 
‘the drive for “normalisation” often rides rough-shod over the child’s or 
adult’s actual needs’ (2004: 125). These authors’ writing echoes Wolfens- 
berger’s (1983) statement: 

Unpleasant realities are apt to be denied and repressed into uncon- 
sciousness, especially if they stand in contrast to the higher values and 
ideals that people consciously profess. Such denial and repression can 
take place on a systemic (e.g. societal or organisational) level as well 
as on a personal/individual one. . . . Normalisation incorporates the 
explicit assumption that consciousness is preferable to unconsciousness 
and that negative feelings and dynamics should and usually have to be 
made conscious in order to be adaptively addressed. 

(cited in Brown and Smith 1992: 85) 

The implementation of modern strategies may, paradoxically, pose 
challenges for some people with learning disabilities, who need additional 
support in order to access their communities and take up opportunities for 
more independent, fulfilling lives. It is daunting to be part of a world that is 
curious and sometimes discriminatory or cruel. Making sense of a busy 
community environment, and in particular managing positive contact with 
others, presents major hurdles. Some people may need an environment such 
as music therapy to help them think about these new challenges, and what 
they want or do not want from these new experiences. 

In order to work with people with learning disabilities to enable them to 
have full lives, greater access to their communities and to allow them to 
fulfil their dreams and wishes, it is sometimes necessary to offer specialist 
help. In the publication Include Us Too, people with learning disabilities 
state that emotional and mental health, and friendships and relationships 
are two key areas for services to address (Community Care Development 
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Centre 2002). Bayley (1997a, 1997b) details the different qualities that we 
all need in our relationships in order to give us self-esteem and a sense of 
being valued. These include belonging and attachment, social integration, 
reassurance of worth and exercise of choice (see also Ourvry 1998). The 
music therapist works with clients in the areas of relationships and emo- 
tional and mental health, working to develop resources and skills in these 
areas that will allow independence. Arthur (1999) notes the lack of atten- 
tion given to the emotional problems that people with learning disabilities 
may have, particularly issues such as loss, grieving, mourning, bonding and 
attachment. Music therapy provides one way of working in partnership 
with people with learning disabilities to assist them towards developing 
greater emotional resources. 

Music therapy work with adults with learning 
disabilities 

This part of the chapter reviews music therapy work with adults with 
learning disabilities in the UK (see Patey 2000 and Jones 2005 for a history 
of the arts therapies and music therapy professions). Previous writing 
(Watson 2002) will be drawn upon to summarize work with adults with 
learning disabilities. 

In early music therapy books, journals and newsletters in the UK, 
therapists wrote about their work with adults with learning disabilities. 
Most of the work initially took place in large hospitals. Writing of a 
directive style, using pre-composed songs and pieces, pioneer Juliette Alvin 
stressed the importance of the work, asserting that ‘we know that music is 
an essentially flexible means of communication which can work at every 
mental, emotional and social level' (1975: 2). Wing stated that even with the 
most disabled of clients ‘a thin link of communication has been forged’ 
(1968: 8). Odell wrote of a developing model of British music therapy, 
stating that she worked ‘always from the spontaneous music [the client] 
produced, taking up ideas in an improvisatory way, until he eventually 
made eye contact, and dialogue was possible’ (1979: 13). Later, Odell-Miller 
reflected on her early working experience with these clients, stating that 
‘there wasn't anything in this country that was written down about adults 
with learning disabilities in a systematic way, about assessment or referrals', 
and explaining how she undertook a small research project in order to 
survey staff views about the benefits and effectiveness of music therapy 
(Odell-Miller and Darnley-Smith 2001: 9). 

As work continued to develop in this area, Blackburn (1992), Clough 
(1992), Cowan (1989), Davies and Mitchell (1990), Gale (1989), Ritchie 
(1991), Sobey (1993) and Zallik (1987) documented work in the British 
Journal of Music Therapy. This important writing used case study format to 
describe the process of clinical work undertaken with adults with learning 
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disabilities, documenting the developments in music therapy work during 
this time. Fischer (1991) and Clarkson (1991) also used case studies to 
document music therapy work. Sometimes this writing contributed to the 
development of theory within the profession, several of the writers intro- 
ducing psychoanalytic concepts. Zallik's (1987) article argued for work with 
people with learning disabilities to be considered of equal worth as work 
with people with mental health problems, giving an interesting insight into 
the dynamics of the profession at the time. Gale’s article captured the 
changes in the learning disability field at the time, considering the idea of 
normalization and the way in which music therapy could provide clients 
with a way of dealing with difficulties from the past and integrating more 
easily with others (1989: 23). 

In 1988 Wigram explained how music therapy developed in this clinical 
area: ‘the therapist is required to provide weekly sessions for groups and 
individuals who receive very little else’, and how although ‘referrals have 
often been made for all the wrong reasons’, this enabled music therapists to 
develop specific skills and expertise in working with clients. Group work is 
also described in this paper. A useful description of the function of music 
therapy at that time is provided: 

Seeking to create or develop an alternative means of interaction is one 
of the primary functions in music therapy. The effect of providing this 
new means for a person to make contact and be understood has a 
profound value in satisfying emotional needs, and in building relation- 
ships with other staff and particularly with other mentally handicapped 
people. 

(Wigram 1988: 44) 

Some authors described other approaches to music therapy with this client 
group (for example, the behavioural alleviation of physical symptoms). 
Hooper and Lindsay (1990) measured pulse rate and behaviour in order 
to ascertain the effect of music on anxiety, and Hooper et al. considered 
the effect of recorded music (1991). Both Wigram (1989) and Hooper 
(2001) have written about the use of low frequency sound in vibroacoustic 
therapy. 

Although the 1990s saw an increase in the music therapy literature 
published, work with adults with learning disabilities was still infrequently 
documented. Ritchie described her long-term work with clients with severe 
disabilities and challenging behaviour, showing the way in which music 
therapy allowed two clients to develop relationships with other people and 
attain a higher quality of life (1993a). Both Bunt (1994) and Ansdell (1995) 
give a brief summary of adult learning disability work. The majority of 
literature documenting work with adults with learning disabilities is 
described in terms of a psychoanalytically informed approach. For example. 
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in her chapter describing the process of work with a young woman with an 
eating disorder and Down’s syndrome. Heal states: 

As a music therapist, I try to understand what meaning is held for the 
client in the improvisation, their use of the musical instruments, and the 
physical movements. This is all within the context of our developing 
relationship. The emotional impact of the relationship on me is used as 
a tool in making sense of the client’s internal emotional life. I seek to 
understand, to reflect and interpret musically, or verbally, therapeutic 
issues that have particular relevance for the client. This can also be 
described as trying to explore with the client the links between their 
feelings, fantasies and behaviour. This provides the opportunity for real 
change to take place. 

(Heal 1994: 280) 

Other writing considered assessment (Grant 1995), and in the same volume 
Heal-Hughes again used a psychoanalytic model to compare mother-infant 
and client-therapist interactions (1995). Chesner (1995) described the use of 
fairy stories in a dramatherapy and music therapy group for adults with 
learning disabilities. 

More contemporary authors have been able to draw both on this existing 
body of music therapy literature and on new ideas and debate within the 
field of learning disabilities. Walsh writes about work with an adolescent 
(1997), Atkinson describes her work with a man with autism (2003), Usher 
writes about her work with people with profound learning disabilities and 
the idea of neuronal assembly formation (1998), and Hooper et al. (2004) 
write about the link between music therapy and sensory integration, and 
the importance of working with the multidisciplinary team. Richards and 
Hind bring attention to the concept of secondary handicap and the theories 
of Foulkes and Winnicott in their writing about group work (2002). 
Watson and Vickers (2002) write about their work with clients in music and 
art therapy groups focused on specific themes, which include a visit to Tate 
Britain gallery as part of the work. Watson gives a picture of the work of 
the music therapist with adults with learning disabilities (2002), and 
Darnley-Smith and Patey’s (2003) book includes case study illustrations of 
the work of the music therapist with these clients. Wigram et al. summarize 
the principles of work in Europe, stating that ‘the primary therapeutic goals 
. . . involve working with contact, communication and sensory stimulation. 
Music and musicality as a tool can evoke the expression of feelings and 
emotions in people with physical and developmental delay’ (2002: 169). 
Townsend examines development of different music therapy theories, 
noting both the distinction between the importance placed on the relation- 
ship with the music therapist through music, and the relationship with the 
music itself, and the importance of understanding the impact of the client’s 
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learning disability. She considers that ‘in working with clients with limited 
expressive and receptive language and whose capacity for cognitive thought 
and therefore, insight, may be impaired, the experiential aspect of the 
therapy is often the most significant’ (2004: 38). 


Research 

Music therapy is still a relatively young profession and much of the debate 
in the area of research focuses on finding appropriate research method- 
ologies, and on finding or developing tools to collect and analyse data and 
effectively evaluate the work. Although research and research literature are 
growing steadily, there are currently no standardized research or evaluation 
tools for music therapy work with people with learning disabilities (see 
Ansdell and Pavlicevic 2001; Wheeler in press; Wigram et al. 2002). 
Methods that have been used in music therapy research across various 
client groups have been both quantitative and qualitative, and have 
included random control trials, video and musicological analysis. Clinical 
and professional issues have been studied. In recent years, the advent of 
evidence-based practice has meant music therapists need to show the 
efficacy of their work. Edwards considers this, including the difficulty of 
using randomized control trials in music therapy researching (2002, 2005). 
Jones considers the issue of efficacy across the arts therapies (2005). 

Little research has been with adults with learning disabilities. Such 
research as has been published includes a small outcome study of work with 
women with mild and moderate disabilities and the effect of music on 
anxiety (Hooper and Lindsay 1990). Hooper’s subsequent (1993) project 
responded to a critical review of music therapy literature and described a 
project using music therapy and control sessions with a woman with 
learning disabilities. Oldfield and Adams (1990, 1995) compared the efficacy 
of music therapy and play activities in achieving specific behavioural 
objectives for adults with profound disabilities. In 1995 Toolan and 
Coleman studied the levels of engagement and avoidance within music 
therapy sessions with five moderately learning disabled clients. 

Woodcock and Lawes, also writing in 1995, document a project that 
showed no reduction in self-injurious behaviour as a result of music 
therapy. Their considerations of issues raised by the design and undertaking 
of the research are useful (in particular they discuss the methodology and 
model of music therapy used). Wigram has written about several research 
projects: first, with adult clients where positive and negative behaviours 
were measured during sessions (1993a); second, the effects of low frequency 
sound on anxiety for clients with challenging behaviour (1993b). In this 
writing Wigram reflects on the ethical and methodological challenges of 
researching this work. Graham’s research with preverbal adults uses tran- 
scription to analyse the musical therapeutic relationship, and concludes that 



Valuing people: a new framework 17 


vocal work ‘can play an important part in establishing and developing a 
therapeutic relationship in which clients’ communicative skills can grow’ 
(2004: 27). 

Consent to participation can pose a difficult issue for researchers in this 
clinical area. This issue has been considered in some detail in recent years 
(Kellett and Nind 2001; Kiernan 1999; McCarthy 1998; see Emerson ei al. 
2004 for a comprehensive presentation of international research). Kiernan 
asks if a ‘new paradigm’ model of participatory research, or cooperative 
enquiry, is appropriate when researching with people with learning disabili- 
ties in order to find out their views. He states that research carried out by 
non-disabled interviewers ‘runs the serious risk of people with learning 
disabilities giving answers which they feel are required of them rather than 
their true views' (1999: 47). Kiernan considers that participatory research 
would still exclude a proportion of clients who have severe or profound 
disabilities. McCarthy considers how informed consent might be sought 
and outlines some of the difficulties of gaining evidence of informed consent 
such as a written or verbal record (1998). Dye et al. also consider this issue, 
suggesting that ‘in some circumstances an individual could participate in 
research if they were assenting to the research procedure’ (2004: 149). The 
Mental Capacity Act aims to give clear guidance for research with people 
who at that time cannot make their own decision about involvement (DOH 
2005a; see also DOH 2001a, 2001b). 

This chapter has given an overview of the history and diagnoses of 
learning disability, considering the key issues for adults with learning dis- 
abilities. Music therapy work with adults with learning disabilities has been 
introduced, and a review of the literature given. The chapters that follow 
provide a detailed picture of the work of the people with learning disabili- 
ties in music therapy, using clinical vignettes to illustrate points of theory 
and practice. 



Chapter 2 


Music therapy with adults with 
learning disabilities 

Sharing stories 
Tessa Watson 


Fundamental to the practice of music therapy is the idea that the 
emotional world of patients is complex, full of good and bad experiences 
and is intact, regardless of the degree of intellectual difficulties or 
handicap. 

(Toolan and Coleman 1995: 17) 


Music therapy clinical work 

This chapter describes music therapy clinical work with adults with learning 
disabilities in detail, using composite clinical examples to illustrate key 
themes. Referral, assessment, treatment and the ending of therapy will be 
considered. 


Referral 

A referral to music therapy will usually come from someone who has 
noticed something about the person and their life that needs help; some- 
times the person themselves will seek help. People are referred to music 
therapy with very different needs (see Box 2.1). Often common referral 
themes are to do with communication and interaction (see points 1 to 5 in 
box), or clients may come to music therapy because of experiences in their 
lives that are causing unhappiness or distress. Every client is different and 
brings us a new story to share. As Hollins describes: ‘each person feels that 
they are a person first, whatever other people think. Of course each of us is 
aware of our difference from others' (1997: 3). 


David, Tom and Nasser 

Three imagined people with learning disabilities, their therapists and net- 
works of carers and family are now introduced. We will follow their process 
in music therapy through the chapter. Interspersed with their stories are 
points of reflection on theory and practice relevant to the work. 
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Box 2.1 Reasons for referral to music therapy 

1 Difficulties in making and maintaining relationships or meaningful 
interaction. 

2 Difficulties in relationships with others, such as repeated aggression or 
lack of self-confidence. 

3 Difficulties related to communication. 

4 Difficulties related to sensory impairments. 

5 When the client is experiencing a period of difficult emotions (for 
example, are worried, upset or angry) and it is hard for these feelings to 
be communicated through usual ways of communicating such as talking 
or signing. 

6 When there is a specific issue for which the person needs help (such as 
bereavement, anger, a response to a life event). 

7 Following the experience of multiple losses (for example, the death of a 
parent and a subsequent house move). 

8 When a person has experienced abuse (for example, physical, sexual, 
emotional, neglect). 

9 When there is behaviour that challenges staff and services. 

10 Where there is an additional mental health problem. 


David 

David is a 24-year-old man referred to music therapy by Jamal, his day 
centre key worker. David has profound and multiple learning disabilities 
and physical disabilities, and is preverbal. He uses a wheelchair and needs 
help in all his everyday activities. Jamal made the referral because he felt 
David was frustrated in his efforts to communicate with others, and he 
wanted him to have an opportunity to communicate in a different way. 
Jamal has noticed that David is alert and aware of all that is going on, 
often using his voice to make contact with others in the day centre. 


Tom 

Tom is a 32-year-old man with autism and possible mental health problems 
who has recently begun a part-time college placement after having spent 
years at home during the day. Tom has a lot of energy and is finding it hard 
to know how to use this energy to make contact with others. He finds the 
busy college environment difficult. On occasions he is aggressive and 
distressed when with others, and he has assaulted another student who tried 
to help him calm down. Tom’s college tutor spoke to Tom, his mother and 
care manager about these difficulties, and together they have made a 
referral to Carol, the music therapist. 
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Nasser 

Nasser is a 52-year-old man with a moderate learning disability, who 
attends a day centre. The day centre is changing, with outreach projects 
that involve exploring the community. Nasser has found this difficult, and it 
has brought up issues for him about what his learning disability means for 
him, his family and those around him. His confidence has diminished and 
he is refusing opportunities to go out in the community. One of the senior 
staff at the day centre has discussed the referral to music therapy with 
Nasser, who is considering whether he wants to meet John, the music 
therapist. 


Reflection on practice - consent 

Consent is an issue to be considered at all stages of the therapy process. 
Whilst parents of children can give consent on their behalf, from age 18 an 
adult should be consulted about all procedures, and has a right to refuse. 
No one else can give consent on behalf of an adult (see DOH 2001a, 
2001b). People coming to music therapy should therefore be as informed as 
is possible about what will happen, in order that they can make a decision 
about attending. 

Clients may not be able to sign a form or verbalize that they consent to 
treatment, but they may show their willingness or wish not to attend in 
other non-verbal ways. Accessible information such as charts and symbols 
can aid understanding and allow the communication of decisions about 
consent to treatment and use of illustrative records such as videotaping. 


David’s referral 

Sarah took David’s referral to the team meeting where new referrals are 
discussed. Here she discovered that the speech and language therapist knew 
David well, and the community learning disability nurses are also involved 
due to David’s ongoing physical health needs. Sarah talks more with these 
colleagues after the meeting, as well as with David’s home carer. Discussing 
a referral in this type of confidential setting ensures that all disciplines are 
informed about the work of colleagues, and also allows a group of people 
working with the individual to think together about what treatment might 
best help. 

Sarah next meets David and Jamal to discuss the referral. At this meeting 
she completes documentation that gives a background to the referral. She 
finds out about David’s everyday and family life, his culture, health, contact 
with other health professionals and any previous therapy. She tells Jamal 
more about music therapy and finds out what his expectations are for 
David’s music therapy. Sarah spends some time with David as he takes part 
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in an activity session. She notices that he is very interested and aware of all 
that is going on, but has few ways of contributing actively to the session. 
Following this meeting Sarah comes back to the team base to write her 
notes and to read the multidisciplinary file that documents David’s care. All 
this preparation gives Sarah a context for the work she might do with 
David, and ensures she is not working in isolation. 


Reflection on practice - clinical note writing 

It is usual practice for music therapists to write process notes after each 
session. These are a full description of the session, including the therapist’s 
personal feelings and reflections, and are often kept in a music therapy 
filing system. In addition, music therapists usually contribute in some way 
to a central or multidisciplinary file held to document the person’s care. The 
formality, amount and content of these entries varies depending upon the 
setting; national and local guidance is available for therapists working in 
statutory settings (DOH 2003b; 2005b Annex A). Music therapists who do 
not work in a formal team setting often make links with local learning 
disability services (such as a community team or social services department) 
in order to establish lines of communication regarding mutual clients. 
Multidisciplinary notes are considered confidential, meaning that only 
those people closely involved in the care of the person will read them. 
Writing and keeping clear notes ensures not only that there is an accurate 
record of the therapy, but also provides protection for the therapist should 
any issue require an audit of the work. 


Tom’s initial appointment 

We now join Tom as he is about to come to the music therapy room for the 
first time, for an initial appointment. Carol has met Tom and was able to 
observe some of his anxieties at college. She has spoken to Tom’s mother to 
gain more information and has sent her some information. His college 
tutor, Janet, has also met with Carol, the music therapist, to discuss the 
referral. Carol sent Tom a Makaton symbol letter to explain this meeting, 
which he has read with Janet. 

An initial appointment gives the therapist and client a first chance to find 
out if music therapy could be helpful. Usually lasting between 20 and 30 
minutes, it gives opportunities to meet the therapist, see the room and try 
the instruments, and have an experience of what might happen in music 
therapy. The therapist might say something about music therapy and why 
the person is there, if this seems appropriate. They might introduce some 
ideas about what could happen in music therapy, demonstrate some of the 
instruments and offer a chance to play. 
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The music therapy room where Carol works is in a community centre. In 
the room there is a selection of instruments carefully laid out: a low table 
with some small percussion instruments on it; some larger instruments such 
as a xylophone, cymbal, temple blocks and conga drum and a piano. Carol 
chooses instruments that have a good sound, a range of different sound 
qualities, are from different cultures and can be easily played by clients with 
different physical needs. 

For this session Carol has selected some of the instruments but has put 
others away in the cupboard, as she does not want to overwhelm Tom with 
new objects. Writing about psychotherapy with people with learning 
disabilities. Bates says that ‘I like to “feel my way” at the beginning to try 
and find the “key” to a successful engagement' (1992: 83). Likewise Carol 
has strategies in her mind, but does not know how Tom will react to the 
music therapy setting. Her chosen strategy will respond to Tom’s way of 
being in the moment. Carol may introduce some music, or some of the 
instruments, providing structure, or she may respond fluidly to Tom’s 
spontaneous use of the time. Darnley-Smith and Patey consider the con- 
tinuum of musical structures that the music therapist might use, ranging 
from tightly structured music to free improvisation (2003: 80). Carol’s 
choices will be determined by her experience and musical personality as well 
as by the needs and context of each client. 

Tom comes into the room and is immediately interested in the instru- 
ments. He picks up a shaker without greeting Carol, and begins to use it in 
a characteristic autistic ‘flapping’ way. Carol accompanies Tom’s music 
with some singing and drum playing of her own. Tom looks up in pleasure, 
and their duet develops from this point of contact. Tom becomes excited 
and moves around the room trying different instruments, enjoying Carol’s 
changing improvised responses. Then he suddenly appears overwhelmed 
and rushes at Carol, raising his arm as though to hit her and pushing over 
instruments and chairs. He wants to leave and takes his coat and rushes to 
the door. Carol waits as Janet talks to Tom, helping him to feel safe and 
encouraging him to stay if he can. Tom is not sure, but then makes a 
decision to stay. He is now calmer and plays for the remaining 15 minutes 
of the session. 

After this initial appointment, during which Tom has shown how he 
might use the therapy productively, and also how his feelings can quickly 
escalate out of control, Carol suggests that Tom and Janet take some time 
to decide if Tom would like to come back for a series of assessment 
sessions. Carol writes detailed notes; not only an account of what happened 
in the sessions but also how she felt in response to Tom’s use of the 
appointment. She formulates aims for the work, thinking about congruence 
between the reasons for referral, Tom’s use of the appointment, and the 
opportunities that music therapy can offer. After a week, Carol rings Janet 
to ask how Tom is getting on with making a decision. Janet is enthusiastic 
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and says that Tom would like to come, so a series of six weekly assessment 
sessions are arranged. 


Reflection on practice - assessment 

An assessment gives both client and therapist more of a chance to see how 
the music therapy session could be of use. The length of an assessment can 
vary, but a guideline for assessing people with learning disabilities is 
between four and eight sessions. This reflects the time that it can take some 
people to adjust to a new setting and new worker. 

When planning an assessment, music therapists consider practical issues 
such as the most useful way to arrange the instruments and how to 
introduce them to the client; whether a structured or freer approach would 
be most appropriate, and the way in which the client will be most usefully 
supported to attend sessions. Throughout the assessment, the therapist will 
maintain a ‘questioning and explorative stance’ (Hodges 2003: 43), thinking 
about whether the client can develop a useful working relationship with the 
therapist (a therapeutic alliance), whether music therapy is the right 
approach at the right time, and whether individual or group work might be 
most useful. Some settings offer multidisciplinary assessments including a 
music therapy component (Oldfield undated; Wigram 1988). This allows for 
a holistic approach and gives the person opportunities to indicate prefer- 
ences for a particular way of working. 


Reflection on practice - boundaries 

Boundaries of relationship and environment help therapy to be used to its 
fullest extent, and may vary depending upon individual needs. Sessions are 
usually offered once weekly (sometimes twice a week), for an agreed length 
of time, in the same room. Often, the therapist will arrange the room in the 
same way each week so the environment can become familiar. Therapy 
work requires privacy and it is important that sessions are not interrupted 
by others. 

The length of a session may vary: for individual sessions from 20 minutes 
to 45 minutes, and for a group between 45 to 60 minutes, for example. 
Regular sessions of the same length and at the same time are important, as 
this reliability can become internalized and anticipated, even where people 
are not able to note days or times. Using the whole session, rather than 
finishing early or starting late if the person does not use all the time 
actively, allows the therapist to share all of the client’s experience. Other 
boundaries or rules relating to behaviour towards the instruments, therapist 
and group members may be negotiated in order to ensure the most positive 
and safe use of the environment. 
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Therapists may adapt these basic boundaries to help the person use the 
session or maintain the therapeutic alliance. If the therapy environment 
presents challenges to a client they might begin therapy by attending for a 
shorter length of time, extended gradually. Likewise, if a client uses 
behaviour that challenges, a session may need to end early. It is particularly 
important in this area of work to reflect on relaxed or adapted boundaries 
to ensure people with learning disabilities are being valued sufficiently to 
allow them a regular, uninterrupted time. Sometimes discussions around 
time boundaries and issues of attendance may need to take place with 
carers who are supporting the person to attend, as well as with the person 
themselves. 

N asser - starting a group 

In a city day centre, John is discussing the possibility of a new group with 
the manager, Bernie. John has noticed that recent moves towards com- 
munity access have unsettled some service users who find this challenging. 
Bernie and John discuss the fact that as the users gain more independence 
and use the community more, they also confront the idea of difference 
directly, and can experience comments or attitudes which make them 
painfully aware of their disability. John wants to offer a music therapy 
group to support these experiences. John writes aims for the group and 
discusses it at the staff meeting, collecting referrals. He then meets each 
person with their key worker or carer at an initial appointment. Nasser is 
one of the first referrals, and he decides he would like to attend. Other 
referrals come from the community team, for people who do not access any 
services and are living in isolation in the community. 

This group will run for an hour each week for 2 years, and Nasser will 
attend regularly. His anxieties and fears about being in the community will 
be vividly conveyed through his use of the group. 

Reflection on theory 

Human beings have an inner world as well as an outer one, an uncon- 
scious as well as a conscious, and therefore those with a handicap need 
just as much attention to these aspects of life as others. 

(Sinason 1992: 74) 

As described in Chapter 1, one way of working in music therapy is with a 
psychoanalytically informed framework. Early life experiences impact on 
how we live our adult lives and are given particular importance in this way 
of working. By the time we are adults, patterns of communicating and ways 
of being with others are well established and we may need to help to change 
these. A psychoanalytic framework helps therapists to think about clients’ 
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ways of being in the world and patterns of relationships with others, and 
some central concepts will be considered here. More has been written in 
recent years about the use of psychotherapy with people with learning 
disabilities and this literature is useful to the music therapist (Beail 1989; 
Hernandez-Halton et al. 2000; Hollins and Sinason 2000; Simpson and 
Miller 2004). 


The conscious and unconscious 

The term conscious describes the part of us that is aware of what we are 
feeling, thinking and of how we are making decisions. The term unconscious 
describes the emotional parts of ourselves that are outside our awareness, 
but nevertheless have an influence on how we behave. People with learning 
disabilities have a conscious and unconscious life but are unlikely to arti- 
culate this concept. However, they may come to music therapy because 
someone close to them has noticed that they have a pattern of behaving that 
prevents them living a fulfilling life. 


Transference 

Unconscious patterns may be brought into therapy through transference. 
This term refers to the way in which a past way of relating is brought into 
the present moment; ‘a living memory of the patient’s early relationships 
with important figures, experienced in the here-and-now relationship with 
the therapist’ (Hernandez-Halton et al. 2000: 120). For example, a client 
may bring an expectation that the therapist will always choose instruments, 
initiate the music and make all the choices; perhaps a transference of an 
authority or parental figure. These past ways of relating can be given 
special attention in a therapeutic environment. 

The feelings that arise in the therapist as a result of transference are 
termed countertransference. Priestley describes this as follows: ‘The counter- 
transference may come to the therapist’s awareness through an uneasy 
question of “why am I doing/saying this?” and a vague feeling of acting out 
of character, not once, but over and over again with this one particular 
patient’ (Priestley 1994: 85). 

In learning disability work it is not always possible to check these feelings 
with the client. The therapist therefore needs to reflect carefully on her 
feelings, and discuss them in supervision. Casement tells us that ‘therapists 
need to acquire their own capacity for spontaneous reflection within the 
session, alongside the internalized supervisor. They can thus learn to watch 
themselves as well as the patient’ (1985: 33). In music therapy work, trans- 
ference and countertransference will arise as part of the therapeutic rela- 
tionship and therapists may choose, according to their style of working or 
the needs of the person, how much attention to pay to these. Therapists 
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working with an awareness of these concepts might use music or words to 
address issues that arise. 


Defences 

Attachment theory (Bowlby 1979) makes us aware that people with learn- 
ing disabilities may experience difficult patterns of attachment in their lives, 
and may use psychological defences as a way of managing these. Defence 
mechanisms help us to suppress or deny that which is unacceptable to our 
conscious thought, thus avoiding emotional conflict. Defences are therefore 
healthy, but their rigid or overuse can lead to unhelpful patterns of beha- 
viour. It is not the therapist’s job to remove these defences, particularly in 
work with adults with learning disabilities where a sense of self can be 
fragile, but an important function of our music is to contain unbearable 
anxieties and unacceptable feelings. We can think with clients (and in 
supervision) about what defences might mean to a person and how things 
might change in order that they can start to use their resources differently 
and live more fully. 

Some defences employed by people with learning disabilities arise from a 
negative sense of self. This may have its origins from birth, when perhaps 
the family is shocked and grieving at the birth of a baby with a disability 
and find it hard to value their child. A sense of a person being less valued 
can be unconsciously communicated by family, peers, workers and the 
community. People with disabilities may be aware that society wishes to 
prevent disability. Music therapy gives an opportunity for disability and the 
impact it has on lives and relationships to be explored: ‘people may need 
long-term and patient condolence and support with deep emotional upset at 
their internalized perception of themselves as “impaired” and “a problem” ’ 
(Race 2002: 60). 


Secondary handicap 

Linking with the idea of defence, Stokes and Sinason (1992) have written 
about the concept of secondary handicap (see also Hartland-Rowe 2001). 
They use the term to mean the consequence of a learning disability and 
describe three types: secondary handicap, opportunist handicap and handi- 
cap as a defence against trauma. This concept considers how people may 
use their learning disability, consciously or unconsciously, in order to hide 
their real feelings, defend against painful feelings of difference, and manage 
the fact of their learning disability. Hernandez-Halton et al. state: 


Reality is difficult. There is no way around this fact. One of the diffi- 
culties is to acknowledge and live with one’s limitations. We all have 
them, but having learning disability makes these limitations more 
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concrete: a person with learning disability is more of a receptacle for 
other people's projected feelings of limitation, rejection and other 
unwanted negative emotions. Dealing with the reality of disability and 
life can be too much for some patients and then a secondary handicap 
may emerge. 

(Hernandez-Halton et al. 2000: 121) 


Mother-infant theories 

Theories of mother-infant interaction provide useful frameworks for the 
music therapist. In 2000 Stewart found that 71 per cent of music therapists 
who responded to his survey gave this as a theoretical model that they used. 
Mother-infant theories can be particularly relevant to work with clients 
who are preverbal and need help to build intentional, reciprocal and 
creative relationships. This work is documented in detail in Chapter 8, 
where the idea of Stern’s concept of affect attunement will be considered 
(1985). Theories of holding, environment and play (Winnicott 1958, 1960, 
1971), and containment and reverie (Bion 1962a, 1962b) may also be 
helpful to the therapist working with adults with learning disabilities. 
Speaking of psychotherapy, Winnicott states: 

Psychotherapy takes place in the overlap of two areas of playing, that 
of the patient and that of the therapist. Psychotherapy has to do with 
two people playing together. The corollary of this is that where playing 
is not possible then the work done by the therapist is directed towards 
bringing the patient from a state of not being able to play into a state 
of being able to play. 

(Winnicott 1971: 44) 

This may also be the role of the music therapist who works to develop 
playful, creative relatedness through musical interaction. 

David 

We rejoin David after three months of individual therapy. David and Sarah 
are nearing the end of a session, and their music is in full flow. David is 
using his voice to create long lines of sound, and Sarah is accompanying 
and developing his music using her clarinet. Their music is spontaneous and 
communicative and Sarah feels that the individual sessions have met a 
number of aims. They have allowed David to engage closely in an indi- 
vidual relationship, building his confidence in his own contributions in a 
relationship, and have given him an opportunity to share his feelings. She is 
now considering offering David a place in a small group in order to develop 
his ability to relate to his peers. 
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Reflection on theory - music 

An instrument will not retaliate and cannot be hurt. It can contain all 
manner of projected feelings, even those very uncomfortable and 
destructive ones that are difficult to verbalize. 

(Bunt 1997: 255) 

Therapist and client are active partners in music making in a therapy 
session. As the therapist responds to the material (musical or other) that the 
client brings, she works to find a musical way to be with the client, 
supporting and facilitating musical expression. Sobey and Woodcock note 
that ‘following the client does lead to a quite specialized form of musical 
behaviour in which the therapist’s personal musical/emotional impulses are 
held in check’ (1999: 140). The music made with adults with learning 
disabilities will be varied, as with other clients, but there may be particular 
characteristics. The therapist may find that she is working with very little 
material (for example, when working with clients with profound and mul- 
tiple learning disabilities). This demands that the therapist is able to wait 
and listen, avoiding playing to fill the silence rather than in response to the 
client. Other clients, whilst bringing music, may find it hard to initiate or 
lead music, leading to fragility in the contact between the therapist and 
client, where the therapist may feel as though they have complete respon- 
sibility for sustaining the music. At times the therapist may need to call 
upon all her musical resources to keep the music alive and fresh. Super- 
vision provides a space to think about these issues, and to gather thoughts 
and ideas to take back into the clinical work. 

Although the UK model of music therapy uses mainly improvised music, 
therapists usually retain flexibility in their use of music to meet the needs of 
the client including, for example, the use of pre-composed music, familiar 
songs, song work and taped music. Part of the therapist’s role is to think 
creatively to provide the optimum musical environment for client/s, an 
environment that will inevitably develop and change during the process of 
therapy. 


Nasser’s group 

We meet Nasser again when his group has been running for a year. The 
membership has changed gradually, with three people leaving and two 
people joining during the year (this type of group is sometimes called a slow 
open group). The group has some basic musical structures at the beginning 
and end of each session to help the group to focus and greet each other, and 
the central part of the session consists of loose often alternating structures 
of musical improvisation and talk. The group decide how to use the time, 
who might play and what is played, and their starting point is usually news 
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or thoughts that group members bring to share. From this, imaginative 
music and talk emerges. 

Nasser uses the instruments with enthusiasm, both sharing positive 
feelings with his friends in the group, and expressing difficult feelings such 
as anxiety and fear. His confidence in the group has grown and he has 
forged positive, supportive relationships. He has been able to use the group 
to think about how it feels for him to leave the day centre, and has been 
able to engage a little more with the community experiences that are 
offered. A group such as this has a broad remit of developing and main- 
taining positive mental health: 

Mental health includes a positive sense of well-being; individual 
resources including self esteem, optimism, a sense of mastery and 
coherence; the ability to initiate, develop and sustain mutually satis- 
fying personal relationships and the ability to cope with adversities . . . 
Mental health also affects our ability to cope with and manage change, 
transition and life events. 

(Foundation for People with Learning Disabilities 2002: 11) 

Reflection on practice - words 

Work with adults with learning disabilities demands that careful considera- 
tion is given to the way in which language is used, whether clients are verbal 
or preverbal. The amount and content of speech used can be moderated 
depending upon the needs of particular clients. It is important not to 
overwhelm people with inaccessible language, and therefore music thera- 
pists may think a lot more than they say. Talking may arise naturally from 
the music, instigated by clients or therapist. If words are accessible and 
non-threatening, talking about feelings may help to clarify or explore a 
feeling or situation. Pelham and Stacy speak of words as a way of ‘trans- 
lating the content and process of the creative medium into the verbal 
medium and thus acting as a bridge between the two media, facilitating 
continuity and coherence' (1999: 17). In a group setting, the opportunity for 
sharing thoughts and having group discussion can be a valuable way of 
learning how to work as a group and support each other. 

Words are used in a functional way (to mark the passing of the session 
time, to explain a break, to offer an instrument), as well as to think about 
the music and the issues that have arisen. Makaton symbols and charts are 
a valuable adjunct to words and can help information and ideas to be 
understood where words are not sufficient. In addition, the Books without 
Words series (Hollins 1993-2005) explores concepts and feelings about 
issues such as bereavement, moving house, going to hospital and abuse. 

Responding to the needs of the client may mean that words are used 
infrequently during music therapy sessions. Where this is the case, it is 
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useful for therapists to find ways to articulate their thoughts and feelings 
outside sessions (e.g. in process notes and in supervision). 

Reflection on theory - group work 

The music of the therapist or of the group may, like the well-attuned 
mother, offer a means through a medium other than words by which 
the patient can feel recognized. That recognition also allows things to 
move forward. 

(Davies and Richards 2002: 18) 

Group participation is sophisticated and complex and it is not surprising 
that many adults with learning disabilities find it hard to take a full part in 
group settings. Foulkes and Anthony remind us of the importance of 
groups when they write: ‘being a respected and effective member of the 
group, being accepted, being able to share, to participate, belong to the 
basic constructive experience in human life’ (1984: 27). Group therapy gives 
people a way to think about themselves and their relationships in a setting 
that can represent their wider life. A group allows members to experience 
different roles - leader, supporter, listener, soloist - and thus to explore 
different ways of being with others. A music therapy group has particular 
value for people who find it difficult to work with words, as it allows them 
to be equal members of the group through their musical contribution, and 
to explore roles and issues without needing verbal fluency. 

In work with these clients the music therapist is likely to take an active 
role at first, perhaps demonstrating instruments, providing ideas and 
musical structures, and musical and verbal guidance when required. The 
therapist is usually able to adopt a less directive approach as the group find 
their own way of working together. 

The following writers have contributed to thinking about the role of the 
music therapist in a group. Stewart writes of the importance of the therapist 
providing ‘availability and resilience in a reliable presence week by week’, 
an ‘enlivening, alerting presence’ and ‘a source of spontaneity and surprise’ 
(1996: 25). Glyn describes that the therapist might ‘support the music by 
reinforcing and developing what the patients are playing. They try to draw 
out the more coherent and organized elements whilst noticing and respond- 
ing to the quieter and more disparate parts’ (2002: 51). Odell-Miller writes 
of enabling ‘meaning to develop through this process [of playing music], 
and to think constantly about what might be happening in the playing, as 
well as when there is no music’. She reminds us that ‘interactions are played 
out within improvisations; the therapist must recognize this and not avoid 
issues she perceives or hears’ (2002: 64-5). Some music therapists also find 
it useful to draw on theories of group work from psychotherapy and group 
analysis. For example, Bion (1961) writes about the unconscious processes 
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that occur in every group (the basic assumptions of dependence, pairing 
and fight or flight) and Vinogradov and Yalom give a useful summary of 
research into the therapeutic factors of group psychotherapy (1989). 

Tom - ending individual therapy 

When we meet with Tom again, he has attended six assessment sessions and 
a further ten treatment sessions. Following this phase of therapy Tom, his 
college tutor Janet, and Carol the music therapist have met to think about 
what might happen next. It is clear from Tom’s engagement in music 
therapy that music is a powerful medium for him to manage his energy and 
aggression. After each session Tom has been calm and settled but it has 
been hard for him to take this experience back to the college environment. 
Tom has decided that he does not want to continue to come for more music 
therapy as he wants to attend college full time. Together, Carol, Janet and 
Tom think about ways in which the insights gained from music therapy 
might be used to help at college. They consider strategies such as a person- 
alized box that contains instruments, music tapes or videos that Tom can 
use when he needs to manage the stress of college. Janet keeps in touch with 
Carol after therapy has ended to let her know how things are going for 
Tom. This joint evaluation with the client and a carer is a useful way to 
monitor the progress that has taken place in music therapy. 

Reflection on practice - supervision 

The struggle to stay with something painful, however small, is hard 

enough for the worker, and often impossible for the child [adult], 

(Sinason, 1992: 146) 

When therapists work with severely disabled clients in long-term therapy, 
supervision has particular importance. The client’s primary disability will 
not change, and their life situation may not change significantly. Sometimes 
a therapist may experience a feeling of exhaustion or boredom when 
working with such clients, and supervision is important in helping the 
worker maintain thoughtfulness and freshness. Therapists may experience 
feeling cut off from the work, or difficulty in staying focused in the therapy; 
something that Sinason describes when she finds herself thinking about her 
shopping list in work with Steven, a man with severe learning disabilities: 
‘Steven was being as good as dead precisely so I could think about shop- 
ping lists, or indeed anything except him’ (1992: 127). Levinge considers the 
powerful nature of musical material and suggests that ‘the raw emotion, 
which arises out of the therapeutic relationship and cannot be put into 
words, may mean that this particular clinical material can be most difficult 
or painful to bear’ (2002: 88). Supervision with a suitably qualified and 
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experienced therapist is important in helping music therapists to sustain 
this work. 

Consideration of support networks in the work setting is also a useful 
part of the supervisory process. Not only individual workers, but also 
learning disability services can become identified with their clients' dis- 
abilities and find it hard to develop and remain lively and creative in their 
thinking. Staff may identify with clients in feeling unvalued, as though they 
have decisions imposed upon them rather than having choice. A peer 
supervision or discussion group in a work setting can allow staff to share 
positive and negative feelings about the work, value their work, support 
each other and also learn about each other’s roles. Brown and Smith talk 
about the importance of this in relation to the concept of normalization: 

Services which use normalisation need to be robust enough to take on 
board the negative feelings which workers have about the work they 
do. The alternative is to bring in fresh young workers, fire them up with 
idealism and then watch them leave when they find they can no longer 
contain the feelings aroused in daily contact with people who are 
sometimes difficult, boring, dangerous and sometimes lovely, lonely, 
lively or depressed - in short, human. Because ambivalence is at the 
root of all human relationships and because service workers relate to 
people in less than ideal situations and with a half-hearted mandate 
from society at large, they must be allowed space and freedom from 
censure in acknowledging how they feel. 

(Brown and Smith 1992: 89) 


Reflection on practice - endings 

In some work, endings come about naturally. The work to be done in 
therapy may be clearly finished - perhaps a child leaves school or moves into 
a different class, a patient is transferred to a different ward or leaves a 
hospital. In work with adults with learning disabilities we may need to be 
more active in making an ending where there are few natural transitions. 
Managing a planned ending in the supportive environment of therapy can be 
a useful rehearsal for managing other endings in life. Mattison and Pistrang 
state that this is ‘crucial if clients are to develop new relationships in the 
future’ (2004: 165). Discussing the therapy at the ending in an evaluative way 
with the client (if possible) and carers allows insights to be shared. Carers 
can find new ways of working with the person and learn about their skills or 
abilities. Thus, the client’s total environment is enriched, as well as personal 
development having taken place. 

The chapters that follow illustrate music therapy clinical work with 
people with learning disabilities through the presentation and discussion of 
detailed case studies. 



Chapter 3 


Music therapy and autistic 
spectrum disorder 

Rhian Saville 


This chapter gives an overview of autistic spectrum disorder (ASD), out- 
lining its common features and causes. The relevance of music therapy with 
this client group is explored and a case study illustrates a typical piece 
of work. 

What is autistic spectrum disorder? 

Autism is a complex, pervasive developmental disorder that is present for 
life. It affects the way a person communicates and relates to others, and can 
be wide-ranging in terms of how it impacts on their life. First described in 
1943 by the Austrian psychiatrist Leo Kanner, the typical features that 
characterize autism for modern day diagnoses such as ICD-10 (World 
Health Organization 1992) and DSM-IV (American Psychiatric Association 
1994) are now known as the triad of impairments (Wing 1996). These 
difficulties typically affect a person’s social interaction, communication and 
imagination. Other features that are often present include a desire for 
sameness, repetitive behaviours and resistance to changes in routines. 

Whilst these defining criteria provide clear guidelines for diagnosis, each 
child or adult who presents with an autistic disorder has their own unique 
characteristics. It is therefore recognized that there is a ‘spectrum’ of 
autistic disorders that encompasses many levels of intelligence and ability. 
For instance, individuals may vary in their social skills, with Wing describ- 
ing four typical groupings of social impairments: aloof, passive, active but 
odd and over-formal, stilted (Wing 1996). As difficulties in communication 
are common, the person's use of speech and understanding of verbal and 
non-verbal language can also vary widely. 

An autistic person’s ability to play is significantly impaired, as there is a 
lack of imagination within their activities. Toys or instruments are often 
used as objects that may be twiddled or flapped to create an interesting 
physical sensation. Repetitive actions or routines can develop into stereo- 
typed behaviours such as spinning, rocking, clapping and staring at bright 
objects. These can take the form of movements and patterns which serve as 
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a reassuring or calming sensory experience for the individual, or give a 
sense of order in an otherwise confusing world. 

The spectrum of autism is therefore wide-ranging, and there are some- 
times additional disorders that are present or develop during the person’s 
life. These can include learning disability, epilepsy, sensory sensitivity and 
psychiatric illness. Along the continuum lies Asperger’s syndrome. Defined 
in 1944 by Hans Asperger, this is characterized by many of the same 
features as autism, such as difficulties with communication and social 
interaction. However, the individual with Asperger’s has not usually experi- 
enced a delay in language or cognitive development and has an average or 
higher level of intelligence. Unlike autism, there is often an interest in other 
people, but the person with Asperger’s displays peculiarities in their use 
and understanding of verbal and non-verbal language. Similarly to autism, 
there is a need for predictability and routine, but the marked stereotypical 
behaviours are not so prevalent. A person who has Asperger’s also lacks the 
ability for imaginative play, but can develop almost obsessive interests in 
certain topics. This often involves memorizing facts about subjects that are 
generally predictable and non-emotive in nature, such as trains, animals or 
birthdays (Frith 1991). 

What are the causes of ASD? 

There has been much debate over the cause of autism and Asperger’s, with 
various psychological and biological theories being postulated. The psycho- 
genic notions of Bettelheim (1967) and Kanner (1973) imply that a child 
develops autism as a result of an uncommunicative, emotionless ‘refriger- 
ator parent’, whilst the Tinbergens (1983) believed in the case of maternal 
anxiety leading to infantile autism. In contrast, cognitive theories suggest 
that brain deficiencies are the primary cause of autism (Rutter 1983; 
Coleman and Gillberg 1985; Steffenberg 1991) and much thought has been 
given to genetic factors (Folstein and Rutter 1977; August et al. 1981; 
Rutter et al. 1990; Szatmari and Jones 1991). 

Cognitive theories explaining the causes of autism were developed further 
through the notion of a ‘theory of mind’ (Baron-Cohen et al. 1985; Baron- 
Cohen 1995). This suggests that people who have autism lack the ability to 
‘mind-read’, or understand the thoughts of others. This theory has signifi- 
cant importance in understanding the minds of those with autism, as it 
highlights how the person’s cognitive impairments impact on their inter- 
personal interactions. Thus, in not knowing that other people have mental 
states that may be different from their own, the person with autism has 
difficulties in relating to and communicating with others. As Happe states: 

We make sense of behaviour in terms of mental states. Without such a 

“theory of mind’’, the social world must be a terrifying, unpredictable 
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place. No wonder the autistic child often fights against it, or withdraws 
from it physically or mentally. 

(Happe 1999: 49) 

Other cognitive concepts have been put forward towards an understanding 
of autism. The first is that of central coherence, which is defined as global 
processing (for instance, remembering the essence of a story but not the 
finer details within it). It is suggested that individuals with autism display a 
weak central coherence (Frith 2003), so that details are focused on without 
reference to wider meaning. Executive function is the second theory relating 
to cognitive impairment. This is the prefrontal capacity to plan and control 
attention to an activity, thus enabling one to attend to more than one thing 
at a time (Frith and Hill 2004). Poor executive functioning is typical for a 
person with autism, so that they might perseverate on a task without being 
able to move on or initiate a change in the activity. This is very commonly 
seen in the musical or social play of an autistic person. 

A combined theory of the origin of autistic spectrum disorder has also 
been debated over the years. For instance, Tustin (1986, 1992) acknowl- 
edged that there may be organic causes to ASD but she also suggested that 
psychogenic factors such as the infant’s relationship and attachment to its 
mother are key factors in autistic states. Similarly, Alvarez (2002) explores 
the notion of an ‘interactional’ model of multiple causation in which both 
organic and psychoanalytic theories may influence each other. Also more 
recently, psychoanalysts such as Hobson are arguing a socio-environmental 
model in which the development of human minds is a result of interactions 
between the infant and its caregiver (Hobson 2002). 

Why music therapy? 

Music therapy is widely used with people who have ASD. Much evidence 
exists in the literature on the effectiveness of using music to facilitate com- 
munication and interaction with this client group, although the majority 
of published articles and books are based on work with children rather 
than adults. For the purposes of this chapter, reference will be made to 
both areas, as the principles outlined for children can be applied in the main 
for adults. 

Key innovative works by Alvin and Warwick (1992) and Nordoff and 
Robbins (1971) described how the power of music could be used in the 
treatment of autistic children. Alvin states: ‘I used the compelling power of 
sound to penetrate and to provoke in the child conscious or unconscious 
responses, hoping that music could not only reach him, but help him to 
reach out, in a two-way process of communication’ (1992: xi). 

Brown elaborated on these initial ideas by detailing four main points that 
explain why music therapy is ‘such a vital therapeutic tool in working with 
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people with autism’ (1994: 18). First, she aligns musical structures with 
elements of organization and creativity that are required for a person’s 
functioning in the world. The elements of music can also be used to help 
develop social relationships, along with musical sounds such as pitch and 
rhythm being interpreted by the therapist into purposeful emotional 
communication. Finally, Brown asserts that because music is directly 
related to emotions. It can ‘provide access to a wide diversity of emotional 
qualities, with a directness of connection that can bypass cognitive thought 
and language’ (1994: 18). 

Bryan also refers to the elements of music created within a group for 
autistic adolescents, in which ‘the group experienced producing something 
together in a shared mode of expression about a shared experience of 
autism’ (1989: 20). She believes that through this group encounter the 
students were able to begin the process of understanding their own sense of 
self; a concept explored further by Tyler (1998), who describes the musical 
and therapeutic processes of two autistic children through the notion of 
Laing and Winnicott’s true and false self. Di Franco (2002) also writes 
about the different aspects of an autistic person that can be expressed 
through music, in this case vocally. 

A comprehensive overview of music therapy for children with autism is 
given by Robarts (in Trevarthen et al. 1998). After a detailed literature 
review she discusses the current phenomenological and psychodynamic 
debate in music therapy practice, and how this impacts on the held of 
autism. An in-depth case study of a young boy with autism demonstrates 
how musical improvisation based on models of mother-infant interaction 
helped to develop the child’s socio-emotional experience. Woodward (2004) 
specifically aims to develop the parent-child relationship within a family- 
based approach to working with autistic children and in doing so offers 
emotional support to the parents involved. 

Recently, music therapy has been combined with other therapeutic 
approaches for specific reasons. Social stories are musically adapted in 
Brownell’s research (2002) to help autistic children understand social situ- 
ations or events, whilst Berger (2002) describes a collaborative approach 
between music therapy and sensory integration theory with autism. This 
text explores the physiological functions of an autistic person and how a 
music therapist might address sensory needs through the elements of music. 

In children’s services, music therapy is currently being used as a diag- 
nostic tool in the field of autism (Wigram and De Backer 2002; Oldfield 
2005). Wigram and De Backer state: ‘Music therapy can play a very sig- 
nificant role in the assessment process with children who have communi- 
cation disorders, because of the non-verbal nature of the medium when 
working with pre-verbal communication systems’ (2002: 70). 

Here Wigram outlines a framework for assessment using a combination 
of structured and unstructured improvisations to elicit responses from the 
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client. As well as analysing the musical material and interactions within the 
sessions, he observes the child’s physical and tactile behaviour, pathological 
elements in the music, and social interaction and communication. Auto- 
nomy and variability scales from Bruscia’s improvisation assessment 
profiles (Bruscia 1987, cited in Wigram and De Backer 2002) form the basis 
of the assessment, which enables a diagnosis of autistic spectrum disorder 
to be made if appropriate. 

Oldfield's tool, as yet unpublished, suggests some useful and interesting 
methods. Similar to Wigram’s approach, a mixture of free improvisation 
and directive musical activities form the basis of the assessment sessions. 
Scorings are made on the child’s musical and social engagement, stereo- 
typed activity and imaginative ability, in order to inform a diagnosis 
of ASD. 

Whilst the tools developed by Wigram and Oldfield are primarily designed 
for the diagnosis of children, there is potential to adapt them for use with 
adults. Both authors conduct their diagnostic assessments in conjunction 
with a multidisciplinary team involving psychiatrists, psychologists, nurses, 
social workers, etc. and this may be similar for music therapists in adult 
services. 

Although the published literature available on music therapy with adults 
who have ASD is fairly sparse, the range of approaches described is quite 
diverse and reflects something of the nature of the work with this client 
group. First, Clarkson’s (1991) account of a two-year case with a non-verbal 
autistic young man outlines her improvisatory Nordoff Robbins approach 
alongside both behavioural and psychodynamic orientations. She incorpo- 
rates instrumental playing and dancing within clearly structured activities to 
meet the aims of developing communication and self-expression. Activity- 
based methods are also central to Wager’s (2000) work with an adult autistic 
male. Here pre-composed musical songs form the basis of instrumental and 
vocal tasks that serve to meet the aims of building skills in the areas of 
interaction, self-expression and choice making. 

In Toigo (1992) the personal insights of Dr Temple Grandin (an autist) 
are combined with current music therapy practice. In her writings, Grandin 
refers to music and how it is effective with people who have autism, parti- 
cularly when it is combined with movement-based activities. Three basic 
treatment recommendations are suggested based on Grandin’s experiences. 
First, there must be a sense of structure, both within the music and in the 
session as a whole; Second, improvised music should reflect the client’s 
physical movements, musical pitches or emotional qualities in their sounds, 
to convey ‘acceptance and understanding’ of the person with autism (1992: 
19). Grandin is also an advocate of sensory integration theory (Ayres 1979, 
cited in Toigo 1992) and she believes that music is effective in providing 
appropriate auditory, proprioceptive, tactile and vestibular stimulation for 
the autistic person. 
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The link between music therapy and sensory integration is explored 
further by Hooper et al. (2004). Here a multidisciplinary approach to 
addressing the sensory needs of an adult with ASD and severe learning 
disabilities is made through an activity-based music programme. Hooper 
also advocates for the combined media of music and movement with this 
client group to address physical as well as psychological needs. 

In contrast, Graham’s approach is wholly centred on the emotional 
world of her clients (2004). Her research focuses on music therapy with a 
preverbal autistic adult where vocalization is used to establish an interactive 
relationship. Here early infant communication models are used so that 
every musical, physical and emotional response is interpreted and reflected 
within the improvised music. By ‘tuning in’ to the expressive quality of the 
client’s sounds, a trusting relationship was formed and communicative and 
social skills were seen to develop. 

To summarize, the use of music therapy within this field is wide-ranging. 
At the core lies the need for an approach that addresses the emotional, 
social and communicative needs of the person with autistic spectrum 
disorder. In addition to this, music can be used effectively within the scope 
of sensory integration and social stories. Finally, yet to be developed with 
adults but already in use with children is the implementation of music 
therapy as a diagnostic tool within multidisciplinary services. 

What are the main reasons for referral? 

Many of the referrals for adults who have ASD that are made to the service 
in which I work are typical for those who have a learning disability: 
namely, to help in the areas of communication, self-expression and social 
interaction. In addition to these, however, are often more specific reasons 
for music therapy assessment and intervention being appropriate to the 
needs of an autistic person. Examples may be as follows: 

• behaviour difficulties such as aggression, isolation, withdrawal 

• extreme anxiety or ritualistic behaviours 

• support around coping with change, such as transition 

• specific emotional support, for example, around bereavement 

• sensory issues, such as an interest in auditory/tactile/visual stimuli or 
difficulties around repetitive self-stimulatory behaviours 

• need for an outlet for physical as well as emotional release 

• a love of music, where the person can usually be motivated or calmed 
by music. 

What are the common strategies? 

Since the pathological needs of adults who have ASD are often very similar, 
it can be useful to think about particular strategies when working in a 
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music therapy situation. However, it is stressed that these strategies are by 
no means exhaustive and other factors may influence the musical and 
therapeutic relationship between client and therapist. The next part of the 
chapter outlines some of the generic ways in which to approach this work. 

First, 1 would describe my clinical approach as being informed by a 
combination of musical, developmental and psychodynamic models. It is 
necessary to consider all three models when working with adults on the 
autistic spectrum as each has relevance to the therapy. So, in thinking about 
appropriate ways of engaging a client, all these theories will be referred to. 

Structure 

The first issue to consider is structure. As with all effective therapeutic 
approaches, boundaries of time, place and environment are essential to 
maintain consistency and stability in the formation of a therapeutic rela- 
tionship. For autistic adults, these are vital. If necessary, symbols, photos or 
pictorial timetables can also be used to reinforce the predictability of the 
music therapy sessions, thus providing a tangible means of security for the 
client. Within the sessions, a clear sense of structure can be achieved through 
the use of beginning and ending songs or activities, as well as similar patterns 
of musical activity (either improvised or directive) being present each week. 

Therapeutic relationship 

The therapist also needs to be comprehensible and predictable for the 
autistic client in order for a trusting relationship to develop. Many adults 
on the lower end of the autistic spectrum communicate with Makaton signs 
and symbols. If this is the case, then it is important that the therapist is 
consistent with this way of communicating. Music therapists will also find it 
useful to familiarize themselves with some of the many texts written by 
people who have autism or Asperger’s (Williams 1996; Lawson 2001) in 
order to increase their understanding of the condition and for practical 
ideas on how to communicate effectively with this client group. 

Because the main features of ASD involve a lack of emotional relatedness 
and impairments in social understanding, the therapist should consider 
psychoanalytic concepts such as transference and countertransference when 
establishing a therapeutic relationship. These concepts are the windows to 
the client’s world of emotion and relationships and will inform the work 
along its journey. 

Musical interaction 

The musical relationship creates a shared experience of interacting in the 
here and now. Whether it is through pre-composed or improvised music, the 
therapist’s goals should include the development of preverbal interaction 
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skills, such as timing , imitation, tuning in, eye contact and intentional initi- 
ation. By encouraging these elements of early communication, reciprocal 
dialogues can be created within the music and therefore give the client an 
experience of shared social interaction. Stem's theory of affect attunement 
(1985) is relevant here, where the therapist mirrors and develops any form of 
communication from the client. The rhythms of rocking, flicking and 
tapping that are often so isolating for an autistic person can be incorporated 
into the musical dialogue, along with the emotional and musical qualities of 
vocalization. Timing is crucial, as the therapist must allow the client to 
process the musical and social information that is being presented, thus 
giving them space to respond. 

To promote attention and interaction, it is sometimes useful to share an 
instrument, either sitting or standing opposite the client. Commentary 
songs improvised about the person can also be effective. These give oppor- 
tunities for direct eye contact as well as imitation or turn-taking dialogues 
with the instrument or voice. Percussion instruments such as tambourines 
and drums are useful for this as the sounds can be easily controlled. 
Cymbals, wind chimes and ocean drums are often really motivating for an 
autistic person as they are aesthetically interesting - their shiny surfaces are 
fascinating and ideal in which to absorb one’s attention. Whilst these may 
be a useful starting point in a music therapy session, the therapist must be 
aware of the possibility that the instrument might become an autistic object. 
If they have the sense of the client becoming absorbed in the instrument, 
their intervention can be adjusted accordingly to regain their attention. 

Once a musical interaction is established, a common experience for the 
music therapist is that of perseveration. Thus, the client may now have 
become stuck in their playing or activity so that the compulsivity that drives 
the behaviours causes a withdrawal into their own sound world. They may 
be absorbed in the sensory stimulus of the sounds or movements that are 
being produced. The aim for the therapist is now to find ways in which to 
challenge this avoidance through musical change or variation so that the 
process is a creative rather than an isolating experience. 

Whilst it is not helpful to be prescriptive about which instruments or 
techniques are most useful, it is important to bear in mind that if the 
therapeutic aims when working with a person who has ASD are centred 
around social interaction, communication and imaginative play, then the 
therapist must be mindful of the tendencies of the client to withdraw into 
their own typical mode of being. Thus, extra attention should be paid to 
promoting these aims to their fullest potential. 


Emotional containment 

Central to any music therapist’s work is that of emotional containment. 
This notion, described by Bion (1962a), suggests that the mother (or 



Music therapy and autistic spectrum disorder 41 


therapist) hears the child’s expression of his difficult feelings, experiences 
them for herself, processes them and then responds. The feelings are there- 
fore worked with in a safe, unfrightening way. When a person on the 
autistic spectrum is not able to make sense of their emotions, the skilled 
therapist can use an appropriate musical framework to contain and work 
with them. 


Sensory integration 

Many children and adults who are on the autistic spectrum have some 
sensory sensitivity or difficulty in processing sensory information (Attwood 
1998). This can be in the areas of any of the sensory systems: tactile, 
vestibular, proprioception, visual, auditory, gustatory and olfactory. Music 
therapists such as Berger (2002) and Hooper et al. (2004) advocate the use 
of music in facilitating sensory integration. Their work is activity based and 
collaborative with the multidisciplinary team (in particular occupational 
therapists and physiotherapists, who may have specific training and experi- 
ence in sensory integration theory). Specific instruments and songs are used 
to work with the client’s touch, movement and motor planning, whilst the 
elements of sound, rhythm and texture are considered in relation to the 
person’s sensory needs. 

If the person displays particular sensory difficulties, this behavioural 
approach can complement other more psychodynamic ways of working. By 
addressing the physiological as well as emotional world, music therapy can 
help minimize behaviours that hinder a person’s ability to focus and com- 
municate with others. 

Case study - James 

James is 32 years old and was diagnosed with ASD at the age of 25. It was 
felt he had developmental delay from the age of 3. The main features of his 
autism are as follows: 

• difficulties in social interaction and communication but also enjoyment 
of contact with others 

• makes strong attachments to key people and experiences separation 
anxiety 

• has a tendency to be ‘egocentric’; needs to impose his own will 

• repetitive behaviours and obsessions, in particular touching and 
washing 

• compulsive behaviours, usually related to high levels of arousal, which 
can develop into highly aggressive, destructive or self-injurious actions 

• sensory difficulties, notably hypersensitivity to sound and touch 

• neurological damage (possibly from medication or self-injury). 
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James was referred to music therapy for creative therapeutic input and 
assessment of his sensory issues. He was living alone in a specially con- 
verted flat in a unit for adults with learning disabilities. There had been a 
recent increase in his complex ritualistic behaviours, and he displayed 
enormous levels of distress and self-injury such as screaming and head 
banging. Physical closeness to other people often triggered compulsive, 
dangerous actions such as pulling hair and grabbing out at eyes or arms, so 
he was constantly maintained at a safe distance from staff and peers. 

Close liaison with the multidisciplinary team was crucial. As issues of 
safety were paramount, care plans for the management of James’s moods 
and behaviours were shared. The range of the team’s therapeutic approaches 
was important in helping to understand and support his emotional world. 
The network provided a much needed forum of support during challenging 
times for all staff involved. The initial aims of therapy were: 

• to build a positive relationship between James and the music therapist 

• to offer an expressive outlet for James 

• to encourage James's creativity and play through music 

• to explore creative ways of helping James cope with his obsessions. 


Extract from assessment period 

The sessions are in James’s flat. For my own safety, we are placed either 
side of a wall separating myself and James. A small hatch similar to the 
opening between a kitchen and dining room is positioned at waist height 
in the wall; small objects can be passed through it. A reinforced window 
above the hatch sits at head height. I play percussion instruments softly 
through the hatch. James sits to one side of the opening so that he is hidden 
from my sight. Small vocal sounds emerge through the hatch. James is 
listening and showing some musical response to the instruments. A sound is 
suddenly heard from another part of the building. James immediately 
jumps up, shouts and bangs his fist on the wall between us. I sing ‘banging 
doors', meeting the sudden change of emotion. James joins in, singing 
loudly, and moves forward, peering at me around the hatch. 


Reflection 

James is motivated by the music and is showing an interest in me. His 
physical positioning is interesting as he is choosing when to be seen and is 
directing our interactions. He shows an ability to imitate pitches accurately 
in the music, and shares a variety of moods and emotions. A lot of infor- 
mation about James's sensory difficulties is being noted. He has auditory 
sensitivity and attempts to calm his proprioceptive system by banging walls, 
hitting himself or jumping. 
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Extract from development period 

James is in the middle of his lounge, dancing to music on a CD. I am 
dancing on the other side of the wall, and we occasionally catch sight of 
each other through the small window. James sings loudly and expressively 
until the end of the song when we both sit in a poignant silence. A noise is 
suddenly heard from outside. As before, James jumps up, screams and 
bangs the window. His mood has changed dramatically and he rips his shirt 
as he strips off his clothing. I suggest putting the CD back on. The 
screaming gradually subsides and his attention is drawn back to the music. 
He sits down and continues singing as I pack away the instruments. 


Reflection 

A wide range of emotions were expressed during this period. James’s 
musical play was developing and he engaged through playing instruments, 
singing and dancing. The ‘pop star’ play was becoming a feature which 
expressed many feelings. James’s confidence and esteem were high during 
these interactions as he explored various roles and imagined himself visiting 
nightclubs and having girlfriends. The music that was shared helped to 
focus James through more difficult moments and contain his outbursts in a 
safe way. He was now more able to work through his compulsive responses 
to external noises. Suggestions were made that the team could help James 
access his music during the week to allow him an experience of being in 
control of his auditory environment. 


Extract from continuation period 

There has been a break due to my maternity leave. James and I are facing 
each other, on either side of a half open stable door. During my absence 
staff have worked hard to increase contact with James and he accepts closer 
physical presence. Our session is therefore conducted over the door and I 
am struck at how physically close we are to each other. I realize for the first 
time that he is taller than me, and wonder what he is feeling. He chooses the 
large drum and I lift it over the door. We begin playing a steady, rhythmic 
pulse together as I sound the tambourine. A call and response dialogue 
develops, becoming louder and more energetic. James is focused on our 
music and the improvisation lasts for 20 minutes. I change to flute. James 
begins dancing and exuberantly singing “Who’s playing? It’s noisy!”. I 
warn him that the session will end in five minutes. As we gradually quieten 
he stops, sustains eye contact and offers his hand out to me. As 1 place my 
palm on top of his, he smiles. 
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Reflection 

Closer physical contact had an immediate effect, with James able to express 
himself in more ways with larger instruments. His attention was more 
focused on our playing, and at once the length of the improvisations 
doubled. The contact between us felt close both musically and interperson- 
ally, and James communicated his feelings about this by initiating positive 
physical contact with me for the first time. 

In Ogden’s description of the autistic-contiguous mode of being he states 
that ‘it is experiences of sensation, particularly at the skin surface, that are 
the principal media for the creation of psychological meaning and the 
rudiments of the experience of self’ (Ogden 2004: 52). Here a significant 
connection was made as James initiated touch between us, as if symbolizing 
the musical connection or ‘touch’ that had occurred through our rhythmic 
and vocal contact. 

Major changes were happening in James’s life, ultimately preparing a 
move to a converted house. After years of isolation these were enormous 
achievements for James and he continued to use the safe music therapy 
setting to make up stories about what might happen. His confidence and 
esteem continued to rise and he shared these feelings in our improvisations. 


Extract from new community period 

James has moved to his new home and I am waiting for him to arrive for 
music therapy at the new day centre venue. He comes bounding through the 
front door exclaiming, “I’ve got a new house!” In the music therapy room 
we begin a drum and guitar duet, which is rhythmically strong and full of 
turn-taking. It feels as though we are having an animated conversation. 
James catches sight of the keyboard and begins to sound clusters of notes. 
He turns the volume to maximum and holds the keys and pedals down. He 
is completely absorbed and unaware of my attempts to play with him. His 
music is so loud that I cannot hear my sounds at all. 


Reflection 

James’s house move was mirrored by the transition of music therapy to the 
day centre. This gave opportunities to access larger instruments such as the 
keyboard, piano and drums. We were interacting on a more equal level, 
sharing the space with no physical barriers between us. It felt significant 
that a drum could be placed between us, and James imitated my rhythms 
and hand movements with accurate awareness. The music was often intense 
and James played for 30 minutes as though he needed every moment 
available. He often chose the keyboard and surrounded himself with a 
deafening wall of sound. My experience was of James being remote and 
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difficult to engage with. It seemed as though he was creating his own 
defence now that the physical barriers had been removed. This way of 
playing also appeared to provide a satisfying sensory experience for James. 

There were now moments when I had to consider my own safety, which 
had been previously protected by the physical environment. Although 
James had never been aggressive in music therapy, it felt as though there 
was potential for his mood to escalate out of control and I was in a 
constant state of alertness to this. Sometimes a member of staff sat in the 
room to help manage this risk and this affected the dynamics between us. 
Nevertheless, it was important to continue to provide a therapeutic space 
and relationship for James, to witness his music and support his means of 
coping with the major changes occurring in his life. 


Present 

It is now a year since James moved to his new home. He has coped well 
with the transition and the accompanying staff changes. Music therapy has 
been one of the few constants through this period and has provided a sense 
of stability for James. He has expressed a wide range of moods and emo- 
tions through his music, and now through words. He names feelings such as 
‘sad’ and ‘happy’ and talks about his anxiety regarding changes to his 
routines, such as when our sessions have to be cancelled. Whilst his beha- 
viour can still be volatile, James is managing safely in his house and he feels 
a real sense of achievement. His sense of self is continuing to develop and 
during the most connected moments in our music he has exclaimed ‘I’m 
a man!’ 

Conclusions 

Music therapy has proved to be an important therapeutic space in which 
James has explored and shared his feelings in a creative way. The musical 
relationship has supported the extremes of mood, emotion and behaviour 
evident in his difficulties in social interaction, communication and self- 
expression. The compulsiveness and sensory sensitivities that led to his 
isolation from others were acknowledged and worked with, and imaginative 
play was encouraged and supported through musical improvisation. 

Most important, however, was the emotional support that developed. At 
a time when James was physically and socially isolated from others it was 
vital that he had an opportunity to engage in a positive and safe therapeutic 
relationship. Music could traverse the unusual boundary of a wall into his 
flat and ‘touch’ him emotionally, beginning a shared dialogue that helped 
James express something of his experience. Through vocalization, instru- 
mental improvisation and movement the musical relationship was created, 
and imaginative stories and roles were explored to prepare for the move to 



46 Rhian Saville 


a new placement. Psychoanalytic concepts of transference and counter- 
transference played an important role in understanding the processes that 
were evolving. It has been useful to consider how the trust and stability 
within our relationship has impacted James’s developing sense of self. 

The progress in James’s music therapy can be paralleled with early stages 
of infant developmental models, from the womb-like experience of his 
initial environment to the first encounters through vocal response. Musical 
dialogues developed through imitation and play, and James began to 
verbalize his feelings. As our relationship grew, so did James’s attachment 
to me. As his sense of self continues to develop, he is showing more 
confidence in choosing instruments and directing our playing as well as 
sharing thoughts and feelings. 

Music therapy continues to provide containment for James’s emotions 
each week. Our work is moving into its next phase as he establishes his life 
in the community. There are many unknowns on this journey, but our 
musical relationship remains a constant that accompanies James along 
the way. 



Chapter 4 


Challenging behaviour 

Working with the blindingly obvious 

Cathy Warner 


Challenging behaviours are best thought of as being a way in which 
people respond and try to gain control over difficult situations. 

(DOH 2001c: 103) 


Introduction 

This chapter explores what we understand by challenging behaviour, factors 
which influence this phenomenon and approaches that music therapists use 
with people who are affected by challenging behaviour. What does chal- 
lenging behaviour mean? The term has been used by health and social care 
professionals primarily in tandem with the label of learning disabilities, 
although as implied by the quotation above, challenging behaviour could be 
produced by any of us. It includes a wide range of actions: self-injury, 
violence to others, frequently running away, deliberate incontinence, and 
undressing in public. There are many more examples. These actions cannot 
be easily ignored. As others in the vicinity are generally provoked to 
respond, it may be helpful to think about challenging behaviour within the 
context of relationship. 


Challenging behaviour as a social construct 

Labels for people with learning disabilities have tended to be evaluative and 
imply deficiency. Sinason (1992: 39-54) explores how and why euphemisms 
for the differences implied by handicap have mutated into terms of abuse 
throughout history. But why is it that these terms tend to be more evalu- 
ative than those of other types of difference, for example, labels of ethnicity 
(Abberley 1992)? Although ‘challenging behaviour' is an attempt to label 
the person’s actions rather than the person, it still carries the implication of 
judgement. The contemporary expression ‘behaviour which challenges the 
service’ attempts to shift the label on to an organization or sector of society. 
However, to become labelled ‘with challenging behaviour’, one must have 
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developed a reputation for behaving outside socially defined norms. 
Inescapably, ‘challenging behaviour’ is a social construct applied most 
frequently to vulnerable people. 


Ways of thinking about challenging behaviour 

In the research literature about challenging behaviour, the main emphasis is 
on self-injury, possibly because it is the most distressing aspect. Anyone 
who has seen someone hit their ears until they bleed is not likely to forget 
this experience. There has been some interest in theories about endorphin 
production as a result of some self-stimulation or self-injury, which can be 
pleasure inducing. However, the significance of environmental factors is 
slowly gaining prominence (Murphy 1994; Hare and Leadbeater 1998). 
Notably, children with ‘normal’ development can show behaviour such as 
head banging at certain developmental stages (Emerson 1995: 60). 

In 1993 The Mansell Report was published (DOH 1993), a substantial 
review of services for people with learning disabilities and challenging 
behaviour in Britain, informing the later government white paper Valuing 
People (DOH 2001c). It recognized a wide range of factors influencing 
challenging behaviour, including physiological aspects such as epilepsy, 
sensory impairment and physical illness. The report also included a number 
of circumstantial factors: a history of neglect and/or abuse, a reputation for 
past challenges, a restrictive home environment, carers not understanding 
the meaning of the behaviour, overemphasis on risk reduction, low expec- 
tations from carers, and the absence of verbal language. All these factors 
would be of interest to the music therapist seeking to understand the 
meaning of actions that a client shows in a session. 

The Mansell Report stressed that good practice occurred when workers 
tried to use ‘information about individual experience as a primary organ- 
ising force in their work’ (DOH 1993: 3, emphasis added), and encouraged 
client-centred approaches such as music therapy. 


Service provision 

The Mansell Report found that ‘even moderate levels of challenging beha- 
viour are not being appropriately managed in mainstream learning dis- 
ability services, and specialist services (including some of dubious quality) 
face apparently unlimited demand’ (DOH 1993: 3). The report was sym- 
pathetic to the difficulties carers faced, acknowledging that more progres- 
sive services could place higher demands on an already very difficult job. 
Care staff may also be under immense stress, due to role ambiguity and role 
conflict, exclusion from decision making and having unreachable demands 
placed on them (Holt 1995). They are more likely to move into flight-fight 
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reactions to residents’ communications because of these high stress levels 
(Lally 1993). However, many carers find the work rewarding, despite feeling 
undervalued (Bell and Espie 2002). 

There is evidence that a move to the community has improved some lives. 
The prevalence of self-injury has reduced (Murphy et al. 1993), as has the 
use of psychotropic medication and restraining devices. Although occa- 
sionally communicative and challenging behaviours increase, some research 
attributes this to an increase of opportunity for self-expression, activity 
levels and communications (MacLeod et al. 2002). 


Behaviour, communication and meaning 

There are a number of approaches to challenging behaviour that have 
influenced music therapy practice. The strategy of ignoring the behaviour 
and instead reinforcing positive interactions within the music is quite wide- 
spread practice, clearly influenced by behavioural theory. Valuing People 
mentions ‘modern behavioural approaches’ (2001c: 103) as an effective 
option other than medication for helping people manage their challenging 
behaviour. However, researchers who have used cognitive-behavioural 
approaches with people with learning disabilities recommend they are used 
with people who have good verbal skills (Kushlik et al. 1997) excluding 
others lacking these skills. 

A music therapist with a humanistic underpinning is likely to consider 
challenging behaviour as communication. Responding to such communi- 
cations in music by improvising in an empathic manner, possibly using 
similar sounds and body postures, allows the client to experience an 
acknowledgement of their feelings and communications. One specific 
example of this outside music therapy practice is the use of the intensive 
interaction approach (Hewlitt and Nind 1998). Here carers respond to such 
communicative behaviour by using brief but intense non-verbal contact in 
an attempt to build up mutual communication. 

In addition music therapy practices may also consider the symbolic 
meaning of the behaviour. This may be particularly powerful when the 
behaviour is quite disturbing. For example, one man repeatedly broke 
his legs by throwing himself from his wheelchair (Lovett 1996). Eventually 
the doctor in charge, in what seemed to be an act of despair, decided to 
amputate his legs. This addressed none of the fundamental issues the man 
was communicating but stopped the presenting problem in a profoundly 
unethical way. Lovett interpreted the repeated injuries as symbolic of a 
desperate need for closeness, as this man had been institutionalized from 
infancy and only experienced intimacy from his carers following his injuries. 
Had a music therapist been available, they could have used a musical 
relationship to explore a more positive attachment experience. To use sym- 
bolic interpretation, music therapists need to be clear about the theoretical 
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background they draw upon, in this instance, a psychoanalytic model. More 
recently culture-centred approaches (Stige 2002) have gained prominence in 
practice and involve the therapist understanding challenging behaviour in 
relation to the cultural and social pressures the client is under. 

Whether one takes a specific model or an integrated approach, I believe it 
is helpful to identify whether there are any symbols, communications or 
behaviours which seem invisible or have become taboo. Sometimes beha- 
viour is so shocking or disturbing that paradoxically we defend ourselves 
against the communication or feeling by ignoring it. Surprisingly often, 
these behaviours are forcefully and frequently re-enacted. A decision to 
ignore behaviour so that it is not reinforced may prevent us from hearing 
and therefore understanding what the client needs to communicate. A 
critical awareness of our own responses may help prevent us ignoring what 
may be ‘blindingly obvious’. 

However one decides to understand or manage challenging behaviour, 
the focus of music therapy is invariably on the individual needs of the client 
rather than the behaviour. Often a client is referred because of challenging 
behaviour, but the focus of the therapy becomes an exploration of the 
underlying reasons for the behaviour, rather than an attempt at a cure. 


Examples from the music therapy literature 

Although little has been published about music therapy in this specific field, 
most examples come from therapists who are influenced by psychoanalytic 
theory, in particular, the concepts of secondary handicap (Sinason 1992), as 
described in Chapter 2, and attachment theory (Bowlby 1979, 1988). These 
may help in understanding why someone who has lived in a hospital since 
infancy may have such difficulty relating to others. Ritchie published 
powerful case studies of her work with people with profound learning 
disabilities (Ritchie 1991, 1993a). She described how she used music therapy 
over several years to support people who were in a high degree of confusion 
and distress. Ritchie felt that her clients were unable to believe that anyone 
wanted to communicate with them. This work took place just before the 
move towards community living. In the 1990s music therapists were often 
involved in supporting clients in the preparation for a move towards 
community living. Ritchie’s case studies gave hope that music therapy could 
help people find confidence in the value of relating to others. 

Research in music therapy with this client group is rare. One exception is 
the study conducted by Woodcock and Lawes (1995), using a randomized 
controlled trial design to investigate whether music therapy with adults with 
severe learning disabilities would diminish self-injury. Although this was 
not confirmed, the authors comment upon several benefits of the musical 
therapeutic relationship. Many music therapists feel that rather than speci- 
fically aiming to reduce self-injury, a music therapist may best serve their 



Challenging behaviour 51 


clients by trying to understand, acknowledge and influence the emotional 
factors which underpin such behaviour. 

Anthi Agrotou (1998 and 1999) follows the course of a music therapy 
group for four institutionalized women with profound learning disabilities 
and their carers, working towards a move to community care. This four- 
year case study was set in a long-stay institution in Cyprus, as opposed to 
Ritchie’s work in England, but many of the issues are similar. Agrotou 
draws detailed attention to what meaning the actions of the women clients 
might communicate, concluding: ‘Whatever the person’s degree of disability 
and deprivation, every minute signal carries a meaning; and that person’s 
desire to be reached and share his/her world transcends their cognitive, 
physical and environmental difficulties’ (Agrotou 1998: 251). This model of 
attempting to understand and interpret the meaning of sometimes very tiny 
actions is one that may be adopted by music therapists who use varied 
theoretical approaches: the therapist must be critically aware of the way 
their own theoretical model shapes their interpretations. In this group, 
carers took a fundamentally active role and became ‘facilitators on the route 
to becoming auxiliary therapists’ (Agrotou 1998: 68). The carers showed 
signs of having internalized aspects of Agrotou’s conceptual frameworks 
through what she calls ‘unconscious observational learning’. This contrasts 
with music therapy models where carers adopt more passive roles. 

Clinical example 

The following case study follows three men with severely challenging 
behaviour. Peter, Jack and Bill were members of a music therapy group run 
for five men at their community home. The case example explores the 
changes which occurred for individuals within the group process rather 
than focusing on the dynamics of the group. 


Background 

All five men had lived all their adult life in large hospitals. Furthermore, 
three of them had been institutionalized from infancy or early childhood, 
and it was likely that this history would have affected their opportunities to 
make good attachments to others. 

Pete had lived at home until, as an adult, his illness and behaviour 
became too difficult to manage. He was strong, and as a result of his 
tendency to throw large objects, there were no moveable objects in the 
home, the kitchen was locked and the television was bolted down. 

Jack, apparently severely autistic, had been institutionalized from the age 
of four. Avoiding most human contact, he had little sense of the distinction 
between private and public. The challenge for others was to spend more 
than the most fleeting time with him. 
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Bill was terminally ill with cancer and in fact died later in the year. Due 
to his particular needs, special attention was paid to his choices about 
participation in the music therapy group. 

All five men had lived together on a hospital ward for 14 years and had 
been the last residents to transfer into the community. None of their 
original care workers chose to move with them. Their unhappy situation 
was not helped by the hostility of some neighbours in the local community. 
Because of the perceived risk entailed by all five travelling together in a 
minibus, therapy at home was the only option available. Music therapy 
began six months after the move. The music therapy group, although closed 
and confidential, formed the focus of a detailed piece of participatory 
action research involving the residents, care workers, the music therapist 
and the home managers as co-researchers. Although I was not the music 
therapist, my role was as facilitator to the inquiry process, and I brought to 
it my perspective as a music therapist. The inquiry took place over the 
period of a year and was divided into six research cycles. 

The music therapy process enabled the men to move from suspicion and 
avoidance of relationships towards the creation of a sense of community 
and relatedness. In a parallel process to the therapy, the music therapist and 
I worked with carers to challenge perceptions of the residents, and identify 
and confront what we were tending to ignore. Descriptions of meetings with 
carers are in italics. 

Cycle 1: encounter 

Sessions 1 to 4 

Although chairs were arranged in a circle, residents did not always sit down 
and play but wandered in and out of the room. The music therapist gently 
sang the name of each resident after they had been in the room for a little 
time, using an improvised modal song. This acted as a commentary about 
who was in or out of the room, and allowed the therapist to invite and 
explore tentative connections with each person. However, the frequent 
changes caused by people wandering in and out gave a sense of a lack of 
containment. One inquiry participant wrote: ‘There is no idea of com- 
munity.’ Pete constantly hovered at the door, unable or unwilling to cross 
the threshold. Jack sporadically wandered in and out, occasionally handing 
instruments to the therapist but not making sounds himself. 

In the second session Bill was angry that a chair had been brought in 
from the dining room. However, the therapist had decided not to remove it. 
Bill then began to try different ways of getting rid of the chair. He tried 
pushing the chair, screaming, pushing the therapist and finally hitting other 
residents. This vivid experience of such a rapid transformation of com- 
munication powerfully illustrated, as pointed out by some participants, how 
unbearable the experience of not being heard might be. 
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In the first staff meeting some participants were angry that Bill had been caused 
distress by a refusal to move the chair. The therapist felt Bill was well enough to 
deal with therapeutic challenge. Others saw this as his particular brand of chal- 
lenging behaviour, others as an attempt to spoil the session for others. This led staff 
and therapists to think about what it might be like to have therapy in one’s own 
home and how it might be quite disturbing to have furniture moved around. 
Additionally, the sequence of strategies that Bill tried in response to being ignored 
forced us to think about Bill’s history of disempowerment. The group decided to 
move the therapy away from the lounge where Bill rested, allowing him more 
freedom of choice to attend or not. 

This example illustrates how the different perspectives on the meaning of 
Bill’s actions led to disagreement and strong feelings but also a consideration 
of empowerment issues. Where there is challenging behaviour, a number of 
underlying issues may be usefully addressed within a well-facilitated team, 
using the mechanisms of reflective group discussion or team supervision. 
As the nursing employment structure within a community home is hier- 
archical, an independent facilitator might help address the power issues most 
helpfully. 


Cycle 2: conflict 

Sessions 5 to 7 

Although Bill did not come into the new room, Pete began to attend. 
However, an underlying conflict became apparent between him and another 
resident. If one came into the room, the other left. The other group member 
tended to play music in short aggressive bursts. Pete did not seem to be able 
to work out how to make sounds on instruments, but he often pushed 
them. Pete tended to stand by the therapist as he sang, and his active 
participation as a listener became more apparent. 


Cycle 3: exploration 

Sessions 8 to 13 

As Pete began to spend more time in the sessions, he started rolling drums 
across the floor to the music therapist and receiving them back. He stood 
by other group members when they were creating music, appearing to 
listen. However, he also started to throw instruments, seemingly in response 
to actions that aroused difficult feelings. For example, when Jack tried to 
take Nick’s trombone away from him, Pete threw a metallophone across 
the room. The day care worker attributed this to ‘attention seeking’, and 
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the therapist wondered about envious feelings and rivalry between the other 
group member and Pete. 

In the staff meeting carers found it difficult to think about why Pete was throwing 
instruments, and remarked on the music therapist’s tolerance of this. Rivalry 
between the two men highlighted a strength of feeling that had not been recognized 
before. One carer said: ‘I thought that the men had no relationship with each other. 
Now I question that.’ The focus of the inquiry began to shift from attendance 
patterns to an interest in the quality of communication and relationship between the 
residents. It was notable that this developed at the same time that relationships 
within the staff team became more trusting. 


Cycle 4: envy and death 

Sessions 14 to 23 

Mutual music making between Pete, the therapist and another group 
member (Steve) became a regular feature of the group, although in Pete’s 
case his participation was mostly in the form of supportive listening. 
However, he did begin to play the wind chimes and often used his voice 
during the music. Pete seemed envious of the quality of relationship 
between the therapist and Steve and began to throw large instruments more 
frequently to express this. Nick set down firm boundaries about what was 
acceptable in the group, at times asking Pete to leave for a minute. Pete 
quietly returned to the room soon after leaving, with his head hanging, 
apparently contrite. 

Sessions 17 to 19 were dominated by Bill’s distress and deteriorating 
condition, and it was then that Nick and Bill had the most musical con- 
nection, with Bill standing on the threshold of the room, but leaving if Nick 
moved towards him. Jack’s attendance noticeably decreased, as if saying 
something for the group about how unbearable the feelings were in the 
house at the time. In the week of session 23, Bill was too sick to get up. All 
the other men were standing at the front door waiting for the music 
therapist to arrive. Such anticipation was unusual. That evening Bill died. 
However, none of the residents were involved in Bill’s funeral which took 
place the following week. 

The staff team were preoccupied with Bill’s death and the events leading up to this, 
and they played very little part in the inquiry meeting. The music therapist and day 
care worker became quite concerned that staff members were preoccupied by their 
own grief, and were not always able to acknowledge the distress of the other 
residents, so apparent within the therapy. 
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Cycle 5: commitment 

Sessions 24 to 34 

Jack, who had only attended for brief periods, decided in session 30 to sit 
down and stay for the entire session. From this point onwards his 
commitment to the therapeutic process changed. He began to hum during 
improvisations, and started to offer instruments to other people in the 
group. He also developed some assertiveness by refusing instruments and 
moving chairs back if Pete moved them. The therapist wrote: ‘This is a new 
way of Jack commenting on the effect Pete has on him. Usually he just 
leaves.’ Others began to confront Pete, restraining him if they thought he 
was going to throw. Pete began to notice that his throwing damaged 
instruments, and although his throwing did not stop, it became infrequent. 
However, when he did throw, it was with great strength, and the therapist 
needed to set boundaries more firmly. As Pete began to listen more to 
others, so he had higher expectations of being heard. If the therapist did not 
respond immediately to Pete’s singing, Pete would become angry. Pete’s 
vocal sounds evolved from being a monotone sigh to a creative explosion of 
glissandi, crescendi and short punctuated notes, and he experienced other 
residents responding to these sounds in their own music. By this time 
improvisations often involved four or live people, an unexpected develop- 
ment from the fragmented music of the earlier cycles. 

In the staff meeting, discussion centred on how the residents had been affected by 
bereavement, and how they needed to have been involved in a mourning ritual in 
some way. Some people were very surprised at the changes that Pete and Jack had 
made within the therapy group: and how complex group interactions were 
happening spontaneously. Although Pete’s behaviour was becoming increasingly 
more challenging this cycle, all staff members appreciated that he was exploring 
different ways of being with other group members, and that this aroused strong 
feelings at times. Those in the meeting began to question why our expectations of 
the residents were often so limited. Jack’s changes in commitment and assertiveness 
had been preceded by many tiny changes in earlier cycles which had gone largely 
unnoticed. Participants reflected that poor attendance did not prevent therapeutic 
change. 


Cycle 6: intruder 

Sessions 35 to 38 

Five weeks after Bill had died, a new resident, Aidan, was moved tempor- 
arily into the home. Although Jack’s involvement with the group continued 
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to develop, Pete seemed very uncomfortable with Aidan, and generally 
stayed away. When Pete did come in, his throwing was much more frequent 
and violent than before and it seemed that he may have been protesting 
about the way that Bill had been replaced. Steve and Aiden started to lock 
Pete out of the room. Power issues were being explored with a new 
intensity. 

The team discussed how the culture of locking doors, practised by all staff to keep 
Pete out of the kitchen, had been adopted by residents as a form of ‘challenging 
behaviour’ and how this might be changed. The powerful effects of bereavement on 
the residents were finally acknowledged and questions were asked as to how this 
might have been overlooked. Team members had to address the fact that it was 
often easier to ignore many of the very obvious communications of the residents, 
rather than hear them. These concerns motivated some policy change at Trust level, 
and had the effect of making some cultural changes within the staff group. At the 
end of the inquiry the music therapy group continued with a renewed confidence 
that this was a place in which residents could be heard, but also had begun to hear 
each other. 


Summary 

When the men were first referred to music therapy, it was evident that they 
had few opportunities to play, particularly with free-standing objects. Staff 
members believed that they had little relationship with each other, and 
found it difficult to stay with any activity for more than a few minutes. 
Cooperation and sharing seemed impossible to achieve when there was so 
little that seemed to capture the men’s focus. The disruption and loss 
caused by the move and the men’s past histories created enormous dis- 
advantages in their capacity to make relationships, and express feelings in a 
way that could be accepted by others. The music therapy group offered an 
environment where the men could explore their angry and jealous feelings 
about each other through musical expression, and later to articulate feelings 
of sadness about Bill’s death. Although they started with great ambi- 
valence, Pete, Jack and Bill all found ways of exploring their relationships, 
first through a musical relationship with the therapist, and then through 
musical relationship with each other. The way the group was facilitated 
resulted in considerable freedom in participation, such as the choice of 
whether to stay or leave. Possibly as a result of this, each man began to 
choose greater involvement. This took time, an unsteady progress, but over 
the course of a year each group member had been able to make positive 
changes in their peer relationships. Apart from Bill, each resident had many 
experiences of the group creation of music, and increasingly began to feel 
that they could influence the shape of the improvisations. 
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This group illustrated how challenging behaviour can escalate quickly, as 
with Bill, and may be exacerbated by illness. Pete showed us that when 
therapeutic change is at its height, challenging behaviour can increase. 
Jack’s transformation highlights how working with very small changes over 
time may lead to a dramatic reduction in challenging behaviour. The 
surrounding culture of a home may have an impact on the way power 
relationships are played out, as in the case of locking doors. Finally, the 
importance of firm boundaries helped Pete realize the impact his behaviour 
had on others, bringing about his will to change. 


Conclusion 

Challenging behaviour is a social construct which describes a phenomenon 
of great complexity and range affecting both clients and those in rela- 
tionship to them. The challenge in practice is to try to understand the 
underlying causes. Music therapists may focus on a number of aspects: 
behaviour as communication, as a cultural phenomenon, the underlying 
symbolic meaning, detailed observation of minute change, involvement of 
carers in the music therapy process, reinforcement of positive musical 
behaviours or an integrated combination of these approaches. This chapter 
concludes with some suggestions for good practice in music therapy work 
with people with challenging behaviour: 

1 Create clear boundaries. 

2 Work with the individual rather than the behaviour. 

3 Be aware of the capacity of music to highlight power imbalances. 

4 Embrace a broad acceptance of what music can be. 

5 Develop a critical awareness of cultural taboos surrounding the 
behaviour. 

6 Be critically aware of one’s own blind spots. 

7 Use opportunities for collaboration with carers to try to gain a hold on 
the complexities. 

8 Gain a detailed understanding of the individual’s past (if possible). 

9 Develop a good understanding of attachment and loss issues. 



Chapter 5 


‘What bit of my head is talking now?’ 

Music therapy with people with learning 
disabilities and mental illness 

Eleanor Richards 


Historial considerations 

In recent years there have been some profound changes in thinking and 
policy about the needs of people with learning disabilities. Some of the 
broader trends are obvious to the public gaze: the tradition of housing 
learning disabled people from an early age in large institutions, where they 
have had little contact with the wider community, has been replaced by a 
move towards community care and social integration. Implicit in that has 
been a recognition of the entitlement of learning disabled people to those 
ordinary aspects of living that the rest of us take for granted as necessary to 
our well-being: the possibility of active, flexible relationships, the exercise of 
creativity, the possibility of employment, and so on. Much of the most 
recent thinking in the UK is summarized in the White Paper Valuing People 
(DOH 2001c; see Chapter 1 of this book). 

There have always been learning disabled people in all cultures, and 
society’s responses to them have varied widely, from the impulse to end 
their lives in infancy, to allowing them to grow up into the ‘idiots’ who 
might become the objects of family and community teasing or shame, to 
placing them in institutions out of general sight. What these have in 
common, perhaps, is a focus upon the learning disabled person’s oddness or 
inadequacy, seeing it as something to be managed, but not open to any kind 
of more complex curiosity. 

In the past two centuries some broader thinking has developed about the 
possibility of mental illness in people with learning disabilities. As early as 
1838 Esquirol, the French alienist (the nineteenth-century term for psy- 
chiatrist) remarked that ‘idiocy is not a disease, but a state in which the 
intellectual faculties are never manifested or developed’ (cited in Berrios 
1994: 8, emphasis added). He saw idiocy as a disorder of the mind, and 
therefore something that alienists should take interest in, but not as a form 
of insanity. Perhaps this marks the start of the debate that continues today 
about the difficulties in distinguishing between phenomena that are innately 
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indicative of learning disability and those that point to an overlay of mental 
illness. In 1835 the British alienist J.C. Prichard remarked: 

[Idiotism is] a state in which the mental faculties have been wanting 
from birth, or have not been manifested from the period at which they 
are usually developed. Idiotism is an original defect and is by this 
circumstance, as well as by its phenomena, distinguished from that 
fatuity that results from disease or protracted age. 

(cited in Berrios 1994: 12) 

Later in the nineteenth century a line of thought emerged which emphasized 
a continuum between normality and disability, leading to the assertion that 
people with learning disabilities were not by definition mentally ill, but 
better thought about in developmental terms. While that rescued people 
from crude assumptions about ‘madness’, it also brought the risk that 
distressed behaviours might be ascribed to the fundamental disability itself, 
and so not open to the relief that psychiatric intervention might bring. 
Szymanski (1994) points out that clinicians generally have no particular 
hesitation in diagnosing mental illness in people suffering other forms of 
physical or sensory disability, whereas they continue to be much more 
cautious about people with learning disabilities. All this is more than an 
academic debate. The proper recognition and treatment of mental illness in 
people with learning disabilities is something to which they are entitled; it 
also has implications for service planning and social provision. 

Perhaps the central difficulty in any discussion of this area is that both 
disability and mental illness may first be recognized through observation of 
behaviour. It might appear simple to say that in learning disability the 
general features of a person’s functioning and processing may appear 
inconsistent with and less competent than the norm for someone of their 
age and background, whereas in mental illness it is the quality of those 
processes that suffers. But it remains that in many mental illnesses it is the 
level, rather than the quality of functioning, which appears impaired, 
perhaps adding to difficulty as to what phenomena may be attributable to 
disability and what to illness. It is confusions like these which have con- 
tributed to the tendency for many years to regard ‘negative’ changes in the 
behaviour of people with learning disabilities as merely further aspects of 
disability rather than as signs of deteriorating mental health. 

It is only relatively recently that a specialism in the psychiatry of learning 
disabilities has become established, and although from the 1920s onwards 
there has been increasing recognition of the psychiatric needs of people with 
learning disabilities, that specialism remains small, and even in some 
western countries still has little representation (Hollins 2000). Difficulty in 
diagnosis is a central issue. Since traditional psychiatric diagnosis is often 
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dependent upon patients’ verbal accounts of their experiences, people with 
learning disabilities are at an obvious disadvantage. Doctors may be hesi- 
tant to make potentially far-reaching diagnoses based on limited direct 
communication with the patient (Szymanski 1994 makes a link with uncer- 
tainty about psychiatric diagnosis in young children). It is now recognized 
that more weight must be placed upon the observations and instincts of 
carers, and that clinicians working with people with learning disabilities 
need to use specialized assessment criteria (Royal College of Psychiatrists 
2001). Cooper (2003) identifies the prevailing risk factors for mental illness 
in the general population and makes telling comparisons with the circum- 
stances of people with learning disabilities. She suggests that biological, 
psychological, social and developmental factors are all potentially con- 
tributory to mental distress, and that consideration of them all should be 
central to the planning of treatment. 

Specialist psychiatric services for people with learning disabilities have 
developed extensively in the past 30 years. Community learning disabilities 
teams now ordinarily include, or have ready access to, a consultant psy- 
chiatrist and learning disabled people experiencing acute mental health 
problems have greater access to beds in specialist units. These remain in 
short supply, however, and learning disabled people are still at risk of 
emergency admission in the first instance to general psychiatric wards, 
where they may not have immediate access to specialist psychiatric or 
nursing support. People with learning disabilities may experience particular 
difficulties in social functioning, which may in turn contribute to a deteri- 
oration in mental well-being. In recognition of that, many community 
teams now include social workers alongside a range of health professionals. 

Biological factors putting a learning disabled person at risk of mental 
illness may include the psychiatric consequences of underlying genetic or 
neurological aspects of learning disability, epilepsy, physical or sensory 
impairments, and the side effects of medication. Developmental issues may 
include difficulty in communication, difficulty in understanding social 
norms, and patterns of behaviour normally associated with a pre-adult 
developmental stage. 

These in turn play into a complex network of psychological and social 
factors which are central to the security (or not) of mental well-being. 
People with learning disabilities may have severely compromised attach- 
ment histories. Sinason (1992) has written eloquently about the traumatized 
response of a mother to her disabled child. In her shock, grief and shame 
she may be so caught up in her own strategies for survival that she is unable 
sufficiently to attend to the child about whom she may in any case be 
profoundly ambivalent, leaving the child with a sense of emotional aban- 
donment and vulnerability. On the other hand, the mother may seek to 
overcome her feelings by being overprotective to the point at which the 
child is unable to find the space to develop as ‘himself’. In both instances, 
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the child may be unduly compliant and unprotesting, because of his fear of 
losing his attachment to his mother altogether. If, for whatever reason, 
primary maternal preoccupation continues for too long, an emotional 
dependency may emerge which leads to particular vulnerability when there 
is eventually a break in the relationship. 

Many people with learning disabilities, especially those now in middle 
age, may have been in institutional care since childhood. They will have 
suffered a sudden and unexplained (or inexplicable) separation from their 
family of origin, and been required to live in an environment full of other 
people, but offering little chance of either lasting attachments or privacy. A 
constantly changing staff team with time to do little more than attend to 
physical needs and manage behaviour will have replaced parents. With so 
little opportunity for sustained intimacy there is no incentive to develop the 
capacity for emotional subtlety. Feelings are discharged in broad gestures 
often simply labelled as ‘challenging’ or in some other way identified as no 
more than part of a person’s ordinary way of being, and are managed by 
physical, behavioural or pharmacological means. Many people in this age 
group have in recent years been returned to ‘community’ living. They have 
found themselves in new social and emotional circumstances in which there 
has been little opportunity to mourn the old life, however restricting, and in 
which their former defensive or regulatory strategies are no longer effective 
or acceptable. 

Bowlby (1973) suggests that from our earliest experiences of relating we 
build what he called internal working models, which form our (largely 
unconscious) pattern for living. Although the earliest models are formed in 
infancy, they may be restructured or added to in later life in the light of 
more recent experience. The internal working model of someone with 
learning disabilities may be characterized by pessimistic assumptions about 
their limited value to others, the likelihood of recurring separations, then- 
perception by others as a ‘problem’, and their own inability to be an agent 
of change. It is not surprising that someone with such a sense of themselves 
and of their place in the world, especially a world in which interpersonal 
understanding seems so uncertain and events, especially losses, so unpre- 
dictable, may be especially vulnerable to breakdown. A secure attachment 
functions as, amongst other things, a means of affect regulation. When we 
experience powerful feelings, especially of fear, we turn to our attachment 
figures. Without such security, overwhelming feelings may spill over into 
depression, anxiety and psychosis. 

People with learning disabilities are also likely to be less resilient in the 
face of events that they experience as traumatic (Ryan 1994; McCarthy 
2001). As Judith Herman remarks: ‘Psychological trauma is an affliction of 
the powerless . . . traumatic events overwhelm the ordinary systems of care 
that give people a sense of control, connection and meaning’ (Herman 1992: 
33). ‘The survivor is left with fundamental problems in basic trust, 
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autonomy and initiative . . . the survivor’s intimate relationships are driven 
by the hunger for protection and care and are haunted by the fear of 
abandonment and exploitation’ (pp. 110-11). The incidence of post trau- 
matic stress disorder (PTSD) in people with learning disabilities is some- 
thing about which there is as yet little literature. McCarthy (2001) suggests 
that it may take many forms, including self-injury, obsessive behaviours, 
depression and behaviours associated with psychosis. Before PTSD began 
to be more widely identified in people with learning disabilities, the most 
common diagnosis was of schizophrenia. 

The risk and prevalence of mental illness are significantly higher amongst 
people with learning disabilities than in the general population, but all are 
subject to the same range of disorders. Often the first reason for referral to 
specialist learning disability services, and to psychiatry or psychology in 
particular, is a change or disturbance in behaviour. This is of value up to a 
point: such disturbances may be anxious responses to environmental factors 
such as communication barriers, personal loss, or physical illness - or they 
may indicate a more significant deterioration in mental health. But these 
changes, although they alert professionals to difficulties, may not of 
themselves be helpful in more precise diagnosis. Phenomena such as self- 
injury, withdrawal or aggression may be part of the presentation in a range 
of psychiatric disorders. 

Diagnosis may not be straightforward (Cooper 2003). Schizophrenia may 
be difficult to identify in someone who is already solitary and withdrawn, 
and its symptoms may be less florid than in someone with greater verbal 
ability. It may be difficult to distinguish schizophrenia from some presen- 
tations of Asperger’s syndrome. Affective disorders such as depression 
similarly call for careful diagnosis and for thorough investigation of child- 
hood problems, family history and any changes in present circumstances. 
Symptoms of anxiety may be seen as no more than ordinary responses to 
change, but the combination of potentially higher than ordinary stress 
factors together with limited coping strategies may lead to the development 
of significant anxiety disorders. 

These difficulties in diagnosis can bring further problems. Whilst beha- 
vioural changes may be readily observable, their implications are not easy 
to interpret. As a result, there may be the risk of over-diagnosis; an example 
is schizophrenia, where ‘strange’ behaviours may be seen as indicators of 
psychosis, rather than of simple emotional distress. Equally, a treatable 
psychiatric disorder may be overlooked because it manifests simply as an 
extension of existing behaviours associated with learning disability. 

This brief account of historical developments and current issues indicates 
a cycle of complex debates, reflective of how difficult it seems to be for the 
learning disabled person to take his place in the wider world. Professional 
interest in the inner worlds and emotional states of people with learning 
disabilities has fluctuated, and hopes have risen and fallen about the 
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possibility of effective clinical understanding and support. As a result, 
people with learning disabilities have been easily marginalized, not only in 
social and familial terms, but also in terms of their interest as subjects of 
research and their access to adequate clinical (including psychiatric) services 
(Smith 1999). 

Music therapy 

So what are the implications of all this for music therapists? Literature on 
music therapy in psychiatry in Britain and Europe reveals a range of 
approaches. Some authors working in general psychiatry describe methods 
tailored to the particular diagnosis and resulting needs of the patient 
(Jensen 1999; Nygaard Pederson 2002). Others incline more to a psycho- 
dynamic model, taking account of the characteristics and difficulties 
inherent in a person’s condition, but focusing primarily upon the conduct 
of the therapeutic relationship and the unfolding of unconscious processes 
(Woodcock 1987; John 1992). 

Improvised music offers a non-verbal medium through which we may 
hope for more immediately intuitive, unconscious communication. Music 
therapists have found it useful to draw upon the work of Stern (1985) and 
Trevarthen (1993) in their investigations of the quality of early mother- 
infant interactions and their discussions of them in musical terms. This 
serves as a reminder that in music therapy we may be able to look beyond 
the immediate phenomena of symptoms, behaviour or diagnosis, and seek 
to engage on a level closer to the roots of emotional distress. 

Recovery from illness, especially when it has been pervasive and long 
lasting, is itself a developmental task. However painful symptoms may have 
been, to move away from them is to experience oneself and the world in 
unfamiliar ways. Work in music therapy can offer the companionship and 
containment necessary for the negotiation of such a process. Other clini- 
cians may look for signs of returning ‘normality’ as indications of recovery. 
It may be in music therapy, however, that the patient can freely develop an 
idiosyncratic sound world (in itself a sign of greater creative energy) to 
reflect and manage the process of change. By bringing elements of the 
patient’s music into a context in which they take their place in the overall 
structure of an improvisation, we acknowledge their significance and 
potential meaning. The music therapy room may be the first ‘testing ground’ 
for new experience. Most importantly, it may be the place where some of the 
dilemmas about aetiology and diagnosis discussed earlier in this chapter can 
hold a less prominent place in the therapist’s thinking, and phenomena can 
be received as articulations (not necessarily translatable) of the patient’s 
inner world. At the same time, the therapist needs to be well informed about 
all the current clinical thinking about the patient, and be aware of the 
impact and possible side effects of medication. 
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It is a common enough view in psychoanalytic work that therapy can 
only really begin at the point at which the patient can take himself 
seriously. Fonagy (2001) emphasizes the importance of ‘mentalizing’ in 
early development. If the caregiver can contain and give back to the baby 
something of his mental state, the baby is likely to develop with a more 
secure sense of contact with his own feelings, with the assurance that his 
experience merits serious attention. For people with learning disabilities, 
the experience of such a contained, worthwhile ‘selF may have been much 
less available. Compounded by the inner disturbance and fragmentation of 
mental illness, any sense of a coherent self may be lost. Through her 
improvised responses the music therapist may come to be the imaginative, 
mentalizing ‘other', drawing the patient’s fragmented self into a musical 
relationship, and experiencing his gestures as meaningful. 

Clinical material 

The two case studies that follow are illustrative of some of the dilemmas 
and issues that may characterize work with people in this client group. 
Both took place with patients referred to the multidisciplinary team of 
which I am a member; names have been changed in order to preserve 
confidentiality. 


Harriet 

Harriet has a moderate learning disability. She was the youngest child of a 
large family in which both parents had had multiple partnerships and in 
which many of the children were step- or half-siblings. She grew up in a 
household in which sexual boundaries were not clear. Her own sexual 
initiation took place at the hands of a family friend when she was 13. She 
continued to be available to men both within and outside the family 
throughout her teenage years, and now believes that she suffered a mis- 
carriage at the age of 15. Other family members, although chaotic in their 
private relationships, appeared to the outside world to be ordinary and 
successful. It fell to Harriet to hold the disorder and shame. She was the 
only visible sign (through her disability) of any family ‘oddness’, but was 
required to keep the secret. 

When Harriet was 20 she got married to the son of neighbours. Her 
husband was violent and verbally abusive. She quite soon became pregnant. 
Feelings of excitement were mixed with fears that the baby would be a 
‘monster’. In the event, the baby was stillborn; it died in the womb and 
Harriet had to deliver a dead child. She was not shown her baby and does 
not know its sex or where it is buried. Shortly afterwards, her husband left 
her. In subsequent years Harriet had a succession of psychotic breakdowns, 
which led to repeated admissions to hospital. At various times she was 
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cutting herself, talking of suicide, and hearing voices, especially that of her 
stepfather telling her that she was ‘dirty’. 

Harriet has an apparently wide vocabulary, but uses it without much 
flexibility. Clinical notes from that period (written by a long succession of 
doctors) suggest recurring frustration at her constantly repeated phrases 
and formulae. She received a diagnosis of schizophrenia and was prescribed 
medication and one course of ECT. Her learning disability was noted and 
some of her ‘obsessive’ behaviours were ascribed to it. 

During one of her spells in hospital Harriet met her present partner, 
Andy. They have lived together for four years. At first things went well, not 
least because in attending to Andy in his recurring depressive episodes 
Harriet could take a responsible, caring position. As she began to think once 
again, however, about the prospect of having a baby, her voices and self- 
destructive impulses began to return. A new GP referred her to the learning 
disabilities team. The clinicians involved were the consultant psychiatrist, a 
community nurse and the music therapist. The referral to music therapy 
implied the recognition that a long-term therapeutic relationship might offer 
Harriet the opportunity to work through some of the profoundly traumatic 
events of her life. It also acknowledged that language, although available to 
Harriet, was a source of great anxiety to her. 

Harriet’s treatment within a team enabled different aspects of her experi- 
ence to be attended to. The psychiatrist considered diagnostic possibilities 
and frequently reviewed her medication, keeping it as low as possible. The 
community nurse visited Harriet and Andy at home, to monitor Harriet’s 
mental state and to support the couple through fluctuations in their 
relationship. Both of these interventions provided necessary containment 
for Harriet as she embarked upon therapy. 

In the early stages of our work, Harriet seemed unremittingly positive 
towards me. She was complimentary about everything, while at the same 
time looking cautiously round the room and appearing very alert to any 
sounds from outside. We played calm, gentle, repetitive music on resonant 
metallophones. If I tried to introduce something a little more disruptive, she 
stopped at once and said ‘It’s going wrong’ or sometimes ‘I’ve gone wrong.’ 
At first, the music served to create a degree of security between us and in 
the room. Harriet gradually became more engaged in it and less preoccu- 
pied with events outside. As the sessions went on, though, I had the sense 
that the music was being required to maintain a cover over something else. 
During these early sessions we spoke very little. Our exchanges were con- 
fined to practicalities and Harriet often ended one of her rather stereo- 
typical sentences with ‘and am I making sense?’ It struck me that her fear of 
not making sense was very acute. In the past it had brought her into contact 
with her husband’s violent attacks, and later taken her into hospital. 

One week she chose a different beater, which produced a sharp clanging 
sound on the metallophone. She was at first shocked and then intrigued by 
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the discovery that she could not only play more fiercely and loudly, but that 
she could apparently drown me out. She developed a rather raucous laugh 
that often accompanied her clanging playing, and at times she shouted 
‘Stop it!’ as she chaotically struck the metallophone. It emerged that she 
was hearing the voice of her stepfather, telling her to cut herself, but now 
she seemed to be turning that energy towards an attack on the music and 
me. In the course of one of these frenzied outbursts she suddenly stopped 
playing and realized that my much quieter music was continuing. She began 
to cry. 

In subsequent sessions two things happened: she began to talk more, but 
at the same time her language became more hesitant and fragmented. She 
gradually told the story of the loss of her baby and said, ‘I wanted to hear 
him cry, like this.’ She gave series of shouts and groans which I joined with 
on the piano, offering some containment for her grief. From that time 
onwards Harriet began to be able to recount more of her experience. When 
her feelings became too powerful for her, or the voice in her head began to 
intervene, she turned to the instruments, which she identified as a safe 
means of speaking and remembering because, as she said, ‘In music we can 
start and stop.’ Her control of the structure of the music (and of its idiom) 
offered a means of regulating her affective experience, enabling her to move 
through the process of grieving with less risk of falling into panic or into 
the fragmented mental states which had contributed to her diagnosis of 
schizophrenia. As she became more aware of her variable mental state, she 
was more able to monitor it. In one of our later sessions she asked me the 
question which forms the title of this chapter. 

We worked together for two years, during which time the voices receded 
and her self-injury gradually stopped. Her personal boundaries grew 
stronger. She became more able to withstand some of Andy’s incessant 
demands for care and attention, and better able to control her spending and 
her consumption of food. This was the first time Harriet had been offered 
long-term therapy. In the music we were able to ‘hold’ her experience 
sufficiently to enable her to work through her trauma at a manageable pace. 
It was essential that this work took place in the context of a multidisci- 
plinary approach. It enabled the clinicians involved to draw upon one 
another’s experience and sustain one another’s capacity for thinking in the 
face of Harriet’s projections and sometimes baffling communications. It also 
modelled for Harriet the possibility of a consistent ‘family’ in which the 
need for secrecy was replaced by communicative interest and concern, 
towards both her and one another. 


Ben 

Ben is now middle aged; he has severe learning disabilities. He was the 
youngest of seven children (the pregnancy was unwelcome) and from 
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the beginning of his life his mother found his existence very hard to bear. In 
infancy he cried and could not be comforted; he often refused food and was 
seriously underweight. Early on he developed some of the self-harming 
behaviours that remained characteristic of him in adult life, particularly 
striking his head and hands on hard surfaces. There are entries in his notes 
that show that his mother could not discuss him with professionals without 
breaking down. His father is simply recorded as saying: ‘Ben was never one 
of us.' There is some evidence that he was left alone for long periods. When 
he was four years old Ben was removed from the family home to a long- 
stay institution; from then on he gradually lost contact with his family. For 
the next 40 years he lived in various units with shifting populations of 
residents and staff. 

At the time that he was referred to music therapy he was living on a ward 
with 12 other men, most of whom were more mobile and more aggressive 
than him. His self-injuring behaviour was always present, and at times he 
smeared himself and his surroundings with food and faeces. He was cared 
for by a staff team who were necessarily preoccupied with attending to other 
people and whose exchanges with him were limited to practical necessities 
(food, washing) or to intervening to try to prevent his self-damage. For 
many years he had been taking a powerful sedative medication on a daily 
basis and was addicted to it. He had no speech, though he was sometimes 
very vocal, and he had a wound which was often open and infected through 
his repeated head banging. He also had substantial damage to his right hand 
and was at risk of losing the sight of one eye. 

The ward staff greeted the news of Ben's referral to music therapy with 
resignation and indicated that there was little point in it; that he had seen 
countless clinicians over the years, and that he was too disabled to be able 
to respond to anything. Perhaps in defensive reaction to his disturbing, 
baffling behaviour, and his intense difficulty in engaging in any communi- 
cation that others experienced as meaningful, the professionals had resorted 
to a very fixed view of him which ascribed his behaviour to his extreme 
disability and thus categorized it as something to be managed at best, and 
survived at worst. 

A new consultant psychiatrist was appointed who set about reviewing Ben 
with fresh eyes. She established a small team (psychiatry, nursing, music 
therapy and psychology) who would work with Ben intensively and colla- 
boratively, seeking new ways to think about his difficulties. In the security of 
this clinical group it became more possible to contemplate Ben’s behaviours 
not necessarily as the fixed phenomena of disability, but rather as strategies 
of self-regulation and articulations of distress. It was proposed that Ben 
should gradually come off his current medication, with the risk that in the 
course of this his self-injury might become worse. At times it did, but it also 
allowed Ben to be more alert and steady on his feet, and more active in his 
responses to others. The process took three years. The psychiatrist suggested 
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that some of Ben’s features, including his low response to stimuli, his lack of 
interest in food and his difficulty in relating actively to other people might be 
read as signs of a depressive illness. She began treatment with antidepressant 
medication. 

Throughout this period Ben was in weekly music therapy. In the early 
months his behaviour was very much as it was on the ward. He rocked 
restlessly, looked for opportunities for self-harm and ignored or rejected my 
offers of instruments. At that time there was little music other than what I 
improvised, trying to reflect something of my experience of being with him. 
We both sat on the floor. Ben often looked at his feet, but was increasingly 
watchful of any movements I made around the room. I marked the start 
and end of the session with the same sounds each week, using a gato drum. 
Initially Ben reacted sharply, either pushing the drum away or rocking 
urgently. I persisted with gentle sounds and as he became more tolerant of 
them it became possible to begin to match his movements with the pace and 
intensity of my playing. 

After a few months Ben began to look for the drum when he came into 
the room and to push it towards me, and my music assumed a simple 
recurring rhythmic pattern. He showed no interest in touching the drum 
himself, but watched the movement of the beater with increasing alertness. 
His movement and my playing created an opening routine that lasted 
throughout our work together. My intention in the early stages was to try 
and create something different from his life on the ward (and perhaps in 
early family life), where he tended to be ignored unless he was harming 
himself, in which case there was an immediate move to stop it. In the 
sessions I hoped to offer a more continuing, attentive presence, both 
musically and in my relative physical stillness. 1 began to play other small 
percussion instruments, returning regularly to the gato drum as a kind of 
‘refrain’. Ben never actively played an instrument, but increasingly he 
would take one from my hand and explore its tactile qualities before 
carefully handing it back to me. This passing to and fro of instruments 
began to feel like a dialogue, and through that I moved into wordless 
vocalizing. In due course Ben began to make sounds of his own as well, and 
we built up a repertoire of vocal exchanges in which there was an increasing 
variety in volume and intensity. He began to discern and respond to more 
subtle changes in activity or sound, and to resort less to broad repetitive 
gestures. This was mirrored by a new approach on the ward where he now 
had a small, consistent group of carers who sought more actively to engage 
him in practical activity. Regular supervision enabled them to feel more 
able to think imaginatively about the experiences underlying his self-injury 
and to think about ways in which he might be supported through his change 
of medication. Self-injury remains a source of familiar self-regulation for 
him at times of intense anxiety, but in the care of people who are seeking to 
think about the meaning of his behaviour and about what might support 
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improvement in his mental health, he resorts to it less often and with 
less intensity. 

Ben serves as an example of someone whose behaviours are apparently so 
intractable that they generate a level of anxiety and despair in professionals 
which may make more open thinking about mental illness difficult. In this 
context the work in music therapy was made possible by its place in a wider 
team-based scheme of treatment that allowed Ben’s underlying depressive 
illness to be considered and treated. 

Both Harriet and Ben illustrate the difficulty in diagnosis presented by 
people with learning disabilities. In Harriet’s case, her traumatic history 
was known, but she was initially treated in an acute general psychiatric 
service in which there was no provision for long-term therapy. In Ben’s 
case, his behaviours were so extreme and his disability so severe that it had 
been difficult for a fluctuating staff team to work with anything beyond the 
immediate problems. 

Music therapy within multidisciplinary practice 

This is complex and demanding work. A well-functioning multidisciplinary 
team can model for its members, and thus for its patients, the possibility of 
integrated, active thinking. Within the team it may be the music therapist 
who can most readily hold the position of ‘not knowing’, represented by the 
improvisatory spirit of the music, and yet point to elements in the unfolding 
musical relationship which indicate change and integration. At the same 
time the music therapist needs to be well informed as to the implications of 
different diagnoses, and to understand the potential side effects of medica- 
tion and the implications of medication changes. People with complex 
needs are at risk of that complexity being reflected in fragmented clinical 
treatment, with psychiatrist, psychologist, dietician and social worker, for 
instance, each attending to a particular area of concern, but in insufficient 
communication and debate with one another. There is a danger of music 
therapy also becoming part of that unsatisfactory pattern, especially if 
the music therapist senses (or fears) that an intuitive, psychodynamically 
informed approach may be at odds with the more clear-cut, goal-oriented 
practice of other clinicians. Good supervision is essential to provide a 
holding and thinking space for the anxieties and uncertainties inherent in 
the clinical work. It may also support the therapist in taking her place in the 
team and in finding a way to report upon clinical events in terms that do 
justice to the work, are accessible to colleagues, and so contribute to an 
integrated service for the patient. 

As the early part of this chapter has outlined, people with learning 
disabilities and mental illness face an unusual constellation of problems 
which continues, at times, to be a source of uncertainty and frustration to 
clinicians. Music therapy on a long-term basis offers a space to engage not 
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only with immediate symptoms, but with whatever is being played out 
through them in terms of underlying experience of trauma or loss, and to 
find, through a mutually negotiated musical encounter, a means to work 
towards a more integrated and coherent self. 



Chapter 6 


Friendship and group work 

Clare L. Fillingham 


If you don't have friends you don’t have nothing! 

(Maggie) 


People with learning disabilities can often experience difficulties in building 
and maintaining friendships and relationships, which can impact on overall 
quality of life. Within a socio-political framework, this chapter discusses 
the way in which group music therapy can enable individuals to develop 
their capacity to make and keep friends. The chapter covers four areas: 
friendships and quality of life, group theory, a music therapy group case 
study; and music therapy research. 


Friendships and ‘quality of life’ 

People need people - for initial and continued survival, for social- 
ization, for the pursuit of satisfaction. No one - neither the dying, nor 
the outcast, nor the mighty - transcends the need for human contact. 

(Yalom 1985: 23) 

The valuable role that friendships and interpersonal relationships play in 
our lives is evident to most. As we advance through the different life stages, 
so our friendships and relationships evolve and shift, each one serving to 
shape and colour our existence in the world. The diversity of relationships 
throughout a lifetime can range from those within the family or social 
context to the more intimate, close friendships or sexual relationships we 
may experience outside it. It is within our network of friendships and 
relationships that we find social and emotional support, a counselling ear 
and another with whom to share opportunities and experiences. They allow 
us to feel valued and they help to define who we are (Firth and Rapley 
1990). In whichever context, relationships play a vital role in our psycho- 
logical well-being and overall quality of life. 
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For many people with learning disabilities, however, a lack of friendships 
and an inability to form and sustain positive relationships is often a reality 
(Bayley 1997a; Sheppard 2003), the reasons for which can be wide ranging. 
An estimated 80 per cent of people with learning disabilities have some 
form of communication difficulties (Remington 1998), which will hinder the 
process of forming positive relationships. It is also well documented that 
this population often experiences difficulties in recognizing and expressing 
emotions (McKenzie et al. 2000). O’Connor focuses on personal identity, 
suggesting that a person may reject and devalue their peer relationships and 
that relationships with non-learning disabled people are more socially 
valued (2001: 304). 

Firth and Rapley (1990) suggest that relationships can be difficult to 
establish and maintain due to practical, social, emotional and communica- 
tion barriers, as well as acknowledging gender, class and culture differences 
that prevent positive relationships being established. They consider some of 
the conditions necessary to enable people to build friendships beyond 
acquaintance, which include: 

• Motivation: the desire to develop a relationship 

The decision not to develop a relationship may be affected by other 
factors e.g. self-protection, past negative experiences of rejection, 
lack of self-confidence, self esteem. 

• Self-confidence: to establish, maintain and nurture relationships 
This may be affected by past experience, physiological factors and 
is dependent on self-perception and others' perception. 

• Skills: intrapersonal and interpersonal 

The ability to think about others, show empathy, to be able to 
make judgements on others’ moods, attitudes and motivation, 
whilst having the skills to avoid or resolve conflict. 

• Opportunities: to explore relationships 

To be able to learn, enhance and practice social skills. 

(Firth and Rapley 1990: 59) 

Sheppard (2003: 143) describes the rejecting relationships and poor role 
models that many people with learning disabilities have experienced in the 
past which may make it particularly difficult to form lasting relationships. 
She considers how a history of negative relationships may be relived through 
transference relationships, not only within group therapy but also with 
potential friends and she stresses the necessity for firm boundaries within 
therapy work. Outwith the context of group therapy, Bayley (1997a) con- 
siders the importance of firm structures in a person’s life, to enable them to 
sustain and develop relationships. Fie emphasizes that those services which 
place a strong value on sustaining, nurturing and developing relationships 
need to commit considerable ‘time, energy and resources’ (Bayley 1997b: 30). 
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He argues that a learning disability is a lifelong diagnosis, and for this reason 
people have a continuing need for ongoing support to enable them to main- 
tain positive relationships. Finally, it is suggested, in spite of limited evidence 
on the subject, that loneliness and the subsequent feelings of helplessness are 
significant factors in the aetiology of depression for people with learning 
disabilities (Prasher 1999). This evidence raises questions about the quality of 
life of learning disabled adults living in the community today. 


Quality of life and people with learning disabilities 

Quality of life has remained an important overriding principle by which to 
improve the lives and services of people with learning disabilities (Schalock 
1996: vii). How it is defined as a concept and measured has however 
remained an elusive challenge for those involved in providing services over 
the last 30 years. Felce and Perry (1994) suggest that quality of life could be 
considered an interaction between a person's lifestyle, their satisfaction with 
their lifestyle and their personal values and aspirations (1994: 5). They offer 
the following definition: 

Quality of life is defined as an overall general well-being which com- 
prises objective descriptors and subjective evaluations of physical, 
material, social and emotional well-being together with the extent of 
personal development and purposeful activity all weighted by a per- 
sonal set of values. 

(Felce and Perry 1994: 14) 

Over the last quarter century radical service reform has helped to improve 
the overall quality of life of people with learning disabilities (see Chapter 1). 
The principle of normalization in the 1960s initiated a change in perception 
and awareness of how people should be allowed to live a normal lifestyle, 
comparative with mainstream society. As a consequence of this philo- 
sophical shift, the White Paper Better Services for the Mentally Handi- 
capped (DHSS) was launched in 1971 and prompted the gradual closure of 
long-stay institutions. People were gradually moved into the community 
and increasing attention was given to quality of life and how services should 
be provided. One might then assume that over the years the physical, 
material and social needs of people with learning disabilities have been 
greatly improved. However, evidence suggests that whilst people living in 
the community have considerably more contacts, these tend to be with 
people who provide a service, such as shopkeepers or with other family 
members and staff (Firth and Rapley 1990; Sheppard 2003). Community 
living has therefore not necessarily led to an increase in a person’s circle of 
close friendships. This raises a fundamental quality of life question - does 
increased physical presence in the community actually equate to meaningful 
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social presence? May cautions against making such an assumption when he 
writes: ‘Integration is not inclusion, and dispersal to the community does 
not necessarily put an end to segregation and isolation, or enhance quality 
of life. On the contrary, it can inhibit the development of a collective 
identity and encourage self-blame’ (2001: 13). These issues are explored 
further in Chapter 7. 

It has been suggested that in spite of the many positive changes in service 
provision, the emotional lives and emotional difficulties of people with 
learning disabilities have been largely neglected and that many people are 
living an isolated and lonely existence in the community (Arthur 2003). 
However, social inclusion remains a key objective for services and has been 
well documented in the more recent governmental reviews in Scotland and 
England. 

Social inclusion and The Same as You? 

The Same As You? (Scottish Executive 2001) is the first policy initiative in 
Scotland in over 20 years and it outlines the key services involved in 
supporting people with learning disabilities of all ages (there are parallels 
with Valuing People, the English White Paper; DOH 2001c, see Chapter 1). 
As well as examining social and healthcare services and discussing the 
relationship of these services to housing, education and employment, the 
review stresses the importance of social inclusion, meaning that people 
are entitled to lead a full life, to feel valued and to be included in society 
(Scottish Executive 2001: 2). One of the key recommendations highlights 
the need for the major organizations involved in providing services to 
develop new ways of supporting individuals in order to achieve this social 
inclusion: ‘Local authorities and health boards should both examine what 
they provide and develop more modern, flexible and responsive service 
which support people in the community through employment, lifelong 
learning and getting them involved socially’ (2001: 97). 

Whilst social inclusion is a fundamental objective there remains the 
question as to how this can be achieved in a meaningful way for the 
individual in view of the difficulties that people with learning disabilities 
can experience in forming and maintaining relationships. 

An overview of group theory 

Human living has always been in groups. 

(Foulkes 1986: 23) 

Much has been written on group therapy and the various approaches that 
have been developed (Bion 1961; Foulkes 1986; Pines 1983; Stock Whitaker 
2001; Yalom 1985). Regardless of the type of group described, it is 
acknowledged that individuals will bring their own existing models of 
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relating to the group; that unconscious processes will be at play; and that 
all groups will progress through different stages of development. Stock 
Whitaker (2001) provides a comprehensive overview of the diverse ways in 
which groups of people, who might benefit from a group experience, can be 
categorized. Inevitably the needs of the individual will determine the type of 
group that will be most appropriate. 

Historically, therapeutic approaches for people with learning disabilities 
have focused predominantly on psychological theories of learning (Collins 
1999). However, increasing attention has been given to undertaking analyti- 
cal group psychotherapy with people with intellectual impairment as a way 
of exploring their emotional lives (Hollins and Evered 1990; Jones and 
Bonnar 1996; O’Connor 2001; Pantlin 1985). At the heart of psycho- 
analytically informed approaches is the belief that emotional communication 
is not dependent on verbal or cognitive ability (Hodges 2003; Sinason 1992; 
Watson 2002), which Lapping (2003) expands on in her detailed examination 
of the perception of emotional expression in music therapy with people who 
have a severe learning disability. It is thought that the analytic group setting 
can allow people to practise being with others (Jones 1996) and can help them 
to identify, understand and express emotions (O’Connor 2001). 

Group analytic psychotherapy is a method developed by Foulkes in the 
1940s. Through his extensive experience working as a psychoanalyst, 
Foulkes began to recognize the great potential for offering therapy in the 
context of a group, believing that ‘social and environmental issues are as 
formative as internal emotional experience on the child’s psychological 
development’ (Barnes et al. 1999: 23). Foulkes writes that ‘the mental health 
of the individual is dependent on his community’ (Foulkes and Anthony 
1984: 31). It is stated that communication is central to his theory, not only 
in terms of ‘the mechanism of belonging’ and ‘the glue that holds the group 
together’ (Dalai 2002: 112), but also that psychological illness is considered 
a ‘malfunction in the communicational field’ (2002: 112). 

Foulkes’s concept of the matrix provides a way of thinking about the 
complex network of communications and many layers of relationships that 
occur within the group. In contrast to other methods, Foulkes saw the 
group itself as the agent of change and therefore adopted the term group 
conductor, rather than leader, to denote the role of the therapist. The role of 
the conductor was to enable and empower the group to do its work (Chazan 
2001) and to observe what was happening for the individual, whilst main- 
taining an overview of what was happening in the group as a whole. In 
thinking about the central tenet of this chapter, Foulkes offers the following 
pertinent thought: ‘being a respected and effective member of the group, 
being accepted, being able to share, to participate, belong to the basic 
constructive experiences in human life’ (Foulkes and Anthony 1984: 27). 

The staging of the group and the boundaries that are established are 
essential to the group process. Concepts such as the holding environment 



76 Clare L. Fillingham 


(Winnicott 1974), the secure base (Bowlby 1988) and containment (Bion 
1961) are helpful in understanding particular properties of the therapy 
group: ‘the outer predictability in terms of a setting, a set time and place 
can lead to an inner sense of being held in a safe place’ (Barnes et al. 1999: 
29). Dynamic administration is a term used in group analysis to describe all 
aspects of establishing a group. The conductor is required not only to 
consider the actual group, its composition and its boundaries, but must also 
take into consideration the setting and the organization within which the 
work will be undertaken, so as to minimize any potential disruptions to the 
group process. 

Yalom’s description of the formative early stages of group development 
is helpful in understanding the way in which a new group can evolve. He 
describes an initial period of orientation, where members search for goals 
and are dependent on the therapist for guidance and reassurance, followed 
by a period of conflict between members or members and therapist, shifting 
to a period of increased morale and mutual trust (1985: 299-313). He 
suggests that when the group has survived these early stages and achieved a 
sense of stability then it can begin the long working process (1985: 333). 

Psychodynamic and group analytic theory have greatly influenced music 
therapy practice in Britain over the years. Davies and Richards provide a 
much needed addition to the music therapy literature on group work, which 
draws on strands of analytic theory from over the last century and includes 
contributions from music therapists working across diverse settings (2002). 
The book highlights the many ways in which music therapy in the group 
setting can help people to ‘have an enriched experience, expressive as well as 
receptive, of themselves and others’ (2002: 23) and allows conscious and 
unconscious aspects of the group process ‘to be made audible’ (p. 19). 

In her recent paper on group work, Watson considers how a group can 
provide opportunities for people with learning disabilities to explore a way 
of being together which isn’t reliant on words. She suggests that the music 
therapy group can provide opportunities for people to develop the skills and 
experiences necessary ‘to integrate more fully into their wider groups and 
communities’, drawing on Foulkes’s thinking that a group ‘starts a process 
of acceptance, sharing, participation and belonging’ (Watson 2005: 1-2). 
This resonates with Yalom’s (1985) idea of group cohesiveness, which he 
considers to be a precondition of effective therapy. He says that the highly 
cohesive group will impact positively on the commitment shown by members 
and will provide stability, allowing members to take risks and to begin to 
express conflict. 

Clinical example - music therapy group 

The following music therapy group was part of a research study, which 
examined how group music therapy might help to address some of the 
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issues for people with mild-moderate learning disabilities who experience 
relationship difficulties. Six people (aged 30-50 years) with a learning 
disability (IQ 55-70) were selected to take part in the group. The sessions 
took place in a private music room at a local day centre and were facilitated 
by the author and a clinical psychologist from the team. 


The group members 

Alison is described as a sociable person, but she experiences considerable 
difficulties in maintaining her valued relationships. Following a past inci- 
dent at the day centre, Alison and another participant (Catherine) have 
experienced a volatile relationship, which has resulted in staff changing the 
days that they both attend. 

Beth is also described as being sociable, although she does not have many 
apparent close friends and she does not enjoy living with other people in 
her house. 

Catherine has had extensive input from services owing to her lifelong 
difficulties with relationships and controlling her emotions. She was 
adopted as a baby and lived with her adoptive parents until she moved into 
her own flat. 

David lives with his parents and enjoys a full and active life, focused 
mainly around sporting activities. Although David has a number of friends, 
he has difficulties in engaging in two-way interaction and therefore in 
maintaining positive relationships. 

Jean has a long history of severe depression, aggressive behaviour and 
poor self-image due to her weight difficulties. Her mood swings and aggres- 
sion have affected her ability to maintain positive relationships. Jean was 
taken into care at an early age and she was admitted to a learning disability 
hospital in her late teens. She now lives in supported accommodation. 

Maggie has a recurrent depressive disorder and low self-esteem, which 
affects what she does and how she interacts with others. She has had 
ongoing difficulties with relationships over the years and she experiences 
frustration as a result of her inability to express in words how she feels. 


Overview of the group 

In the week prior to the start of the group there had been an incident 
between Alison and Catherine at college. This resulted in a sense of height- 
ened anxiety and tension amongst the members in the first session. The 
group members hardly spoke to or looked at each other and they were very 
reliant on the therapists to initiate the interaction and to take charge. The 
music throughout the session sounded busy and disjointed, with a sense of 
members doing their own thing. Both David and Jean played at a quick 
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pace on the drums and seemed to want to please the therapists with their 
music. Catherine’s playing was quiet and tentative, whilst Beth looked out 
of the window, not seeming to attend to either her own or the group’s 
playing. Alison offered a quiet but steady heartbeat pulse, which she main- 
tained until the end of the piece. By the end of the session both Alison and 
Catherine seemed on the brink of tears. 

During the early sessions the group remained heavily dependent on the 
therapists for the playing and talking, although there were spurious 
attempts by members seemingly wanting to make everything all right and to 
please. Comments were made such as ‘we should all be friends in the group!’ 
and topics of conversation often turned to safe non-group related themes 
such as the weather or bus timetables. However, Alison’s dramatic entrance 
to the eighth session, where she announced angrily that she was ‘here 
under protest!’ seemed to act as a catalyst for the subsequent expression of 
more difficult feelings in the group. Her comments about how angry she 
felt towards staff stirred up considerable anxiety and caused resentment 
amongst the other group members. The uneasy, dissonant quality to the 
group music seemed to convey the feeling of tension in the room at the time. 
During the improvisation Alison sat with her arms tightly folded and legs 
crossed. She kept her head turned away from Catherine and shut one eye, as 
if to block her out completely. Both David and Jean played in a quick-paced 
and frantic manner, as if to fill the space and to avoid any conflict. 
Catherine remained on the periphery of the group throughout the playing, 
shaking the maracas in a tentative way so that they were barely audible. 
When Alison left the session early, the other members quickly offered 
reassurance to the therapists, saying that they shouldn’t get involved and 
‘not to listen’ to her. However, it was after this session that members began 
to voice objections about the way in which other members behaved, such as 
‘Catherine is always doing it’ (being suspended). 

By the halfway stage the theme of friendships and fighting had become 
central to the sessions. Group members began to speak more openly about 
how fighting between people made them feel, and they were able to take 
more risks in terms of addressing other members directly rather than 
indirectly or through the therapists. A significant moment was when Maggie 
raised the issue of Catherine and Alison’s relationship in front of the whole 
group. She talked about how people falling out impacts on everyone and 
said that the group ‘should be like a team’. She then turned to Alison and 
said, ‘You and Catherine should be friends’. In view of the considerable 
anxiety that this relationship evoked amongst staff, Maggie’s actions 
seemed particularly significant and marked a further shift in the group 
process. 

In the latter stages of the therapy there was an increased sense of humour 
and playfulness in the group interaction. Another striking feature was the 
way in which members encouraged each other to take the lead in the music 
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or offered praise and support. This was most evident in session 16 when 
Catherine returned to the group after a substantial period of absence and 
was encouraged by the group members to take the lead in the group 
improvisation. Catherine made a hesitant start, offering a moderately 
paced, quiet pulse, which the rest of the group immediately adjusted to. As 
the music evolved, most of the others watched her carefully and continued 
to match the speed and dynamic of her playing. Alison was sitting opposite 
Catherine and she maintained an open body posture throughout. At the 
end of the piece the members were quick to offer praise: T think she did 
really well!’. They asked her how she had felt about leading the group. 
Towards the end of this session there was a lively improvisation in which 
everyone seemed able to have a voice and to be heard. In contrast to the 
early improvisations, the music had a greater sense of cohesion and seemed 
to reflect the way in which the members had become increasingly sensitive 
and tuned in to each other’s playing. 


Commentary 

Over the course of the 20 weeks the patterns of relating shifted constantly 
within the music and the talking. The volatile relationship between Alison 
and Catherine remained a focal point for the group throughout the sessions 
and may in some ways have provided other group members with a 
scapegoat, a phenomenon which Anthony says can be a regular feature of 
groups - a person ‘upon whom the group can project all its accumulated 
guilty feelings’ (Foulkes and Anthony 1984: 156). It was also apparent that 
there were issues and anxieties around authority, demonstrated in the 
responses of some of the members to the verbal attacks directed towards 
the staff and the therapists during the sessions. A striking feature of the 
group was that in spite of the turbulent relationship between Alison and 
Catherine each member showed great commitment. Alison, who had been 
threatened by Catherine on a number of occasions whilst the group ran, 
had the most consistent attendance. Catherine, who had been the instigator 
of the threats, had requested coming to the final session despite having been 
excluded from the centre at that time, owing to her ongoing difficulties. 

As well as providing a secure base, the group seemed to provide oppor- 
tunities for the members to explore components inherent in the relationship- 
building process in terms of motivation, self-confidence and interpersonal/ 
intrapersonal skills (Firth and Rapley 1990). Maggie’s statement that the 
group should be like a team on the one hand resonated with the idea of 
group cohesiveness (Yalom 1985). However, an alternative interpretation of 
the team might be around the group needing a common purpose - a sense 
of needing to stick together. Having a learning disability was something that 
linked each member of the group, but was never openly discussed in the 
short period that the group ran. 
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Music therapy research: relationships and quality of life 
Methodology 

A collective case study design within a qualitative framework was used to 
explore relationship difficulties in this music therapy group (Fillingham 
2003). The study was placed in the context of quality of life to consider the 
wider impact of music therapy intervention. In order to look at changing 
patterns of relating in the group, changes in the level of musical connection 
in the group's improvisational play were rated. The study also examined the 
ways in which events in the group and perception of quality of life of the 
participants were linked. 

The six participants were selected to take part in the group by the day 
centre manager. A semi-structured interview based on O'Brien’s five 
accomplishments (1992) - relationships, competence, respect, community 
presence and choice - was undertaken by a speech therapist with each 
participant, their key worker at the centre and a member of residential staff, 
before the group began and on its completion. The interview was used to 
gain insight into each person’s own thoughts and feelings on relationships 
and quality of life issues and to provide a before-and-after measure. To 
measure the changes in the level of musical connection a simple coding 
system was developed. This had four categories, defining the degrees of 
connection within the group music (minimal, low, medium and high). Two 
music therapists independent of the research were shown four eight-minute 
video extracts in random order. They were asked to rate the degree of 
musical connection at 30-second intervals and were given musical criteria to 
assist them in their decision making (e.g. are there shared rhythms, shared 
beats? Does the music sound fragmented or cohesive?). 

Results 

Interviews - five accomplishments 
RELATIONSHIPS 

The responses to the first two interview questions (name your friends and 
who is your best friend?) demonstrate that friends named were mostly other 
service users at the day centre or staff (see Tables 6.1 and 6.2). None of 
the participants mentioned friends outwith the day centre. Key workers 
and residential staff also gave their opinions on this question, but for the 
purposes of this chapter only the participants’ responses are reported. Table 
6.3 presents additional comments that were made during the interview, 
which further highlight the impoverished nature of the relationships experi- 
enced by most of the participants. 

When asked why friends are important, the participants tended to offer 
practical responses rather than emotional or personal responses: for 
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Table 6.1 Pre-therapy interview - Question 1: Name your friends 


Names given 

Alison 

Beth 

Catherine 

David 

Jean 

Maggie 

Service user 

Staff member 
Social worker 
Family member 
Friend at home 

xxxx 

X 

X 

X 

XXXX 

XX 

xxxxx 

XX 

X = one person 

0 = one person in 

the music therapy group 






Table 6.2 Pre-therapy interview - Question 2: Who is your best friend? 


Names given 

Alison 

Beth 

Catherine 

David 

Jean 

Maggie 

Service user 

Staff member 
Social worker 
Family member 
Friend at home 

XXXX 

X 

X 

X 

X 

X 

X = one person 

0 = one person in 

the music therapy group 






Table 6.3 Comments made about friends during interviews 

Catherine ‘I haven’t got many.’ ‘Don’t have one.’ (a best friend) 

Catherine’s key worker ‘Catherine doesn’t have any (friends), staff who work with 
her; previously had friends but rejected a lot.’ 

Catherine’s social worker ‘Catherine has no friends - sees staff as friends.’ 

Beth’s home leader ‘Beth relates to staff rather than tenants.’ 

David’s key worker ‘David has love-hate relationships.’ 

Jean’s key worker ‘Jean talks a lot, but (they’re) not friends.’ 

Maggie’s home leader ‘Maggie has no friends as such.’ 

Maggie’s interviewer ‘Maggie has no sense of closeness/quality from her 

relationships.’ 

example, ‘go out and do things with them’. The responses to the questions 
around what is good about having friends and what you might do with 
them were mixed. The key activities mentioned included socializing such as 
going out (to the pub, shops, cinema, on walks). The responses highlighted 
that whilst participants undertook a lot of activity in the community, they 
generally went out on their own or with members of staff. 

COMPETENCE, COMMUNITY PRESENCE, CHOICE, RESPECT 

The responses for the remaining questions provided further valuable infor- 
mation on the lifestyles of each of the participants. Feedback from questions 
on competence centred around activities in the home (cooking, housework) 
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■A - Rater 1 
-• — Rater 2 


or at the day centre (gardening group, doing jigsaws). There was occasional 
reference to community-based activity, such as going to the cinema or 
swimming. Although there was a lot of community activity or presence, it 
was apparent that the participants were generally on their own or with key 
workers. Reference was made to the fact that a person’s disability seemed to 
restrict the level of choice, for example, the ability to go on holiday 
independently. To the questions on respect (Have people been nice to you 
this week?) there were significant differences across the three groups and it 
was apparent from a number of staff responses that the participants’ mood 
affected how other people interacted with them (e.g. ‘It depends on how she 
feels’. ‘She can be bossy’. ‘She feels others don’t like her’.). At the end of the 
interviews, the participants were asked about their overall quality of life at 
that time. Whilst each person said that they generally felt happy, the staff 
reported that there were issues, such as relationship problems, which they 
felt affected the participants’ overall happiness and well-being. 

MUSICAL DATA - LEVEL OF CONNECTION 

Figure 6.1 demonstrates the results of the coding undertaken by the raters. 
The graph demonstrates a clear shift in the level of musical connection 
within the group over the course of therapy (1 = minimal, 2 = low, 3 = 
medium, 4 = high). 

POST-THERAPY INTERVIEWS 

In the post-therapy interview there were a number of changes in responses 
to the first two questions as shown in Tables 6.4 and 6.5. Three of the 
participants named at least one other group member as being a friend. 
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Table 6.4 Post-therapy interview - Question 1: Name your friends 


Names given 

Alison Beth 

Catherine 

David 

Jean 

Maggie 

Service user 

XXXO X 


000 

xxxxx 

xxooo 

Staff member 
Social worker 


XX 


XX 

X 

Family member 
Friend at home 






X = one person 

0 = one person in 

the music therapy group 





Table 6.5 Post-therapy interview - Question 2: Who 

is your 

best friend? 


Names given 

Alison Beth 

Catherine 

David 

Jean 

Maggie 

Service user 

Staff member 
Social worker 

XX X 

X 

X 

X 

0 

Family member 
Friend at home 






X = one person 

0 = one person in 

the music therapy group 






which in two instances was supported by a key worker. Jean named more 
service users than staff, and Maggie, who had given the names of two staff 
in the first interview, now named five service users as being friends. The key 
workers for Jean and David named an additional service user during the 
second interview. In terms of a best friend, Maggie named another group 
member during the second interview and Catherine, who had previously 
said she had no best friend, now named a member of staff. 


Discussion and conclusion 

These results might suggest common ground between the music therapy 
process and aspects of friendship development. Whilst making friends might 
not be an anticipated ideal outcome of therapy, as this would seem to 
perpetuate the problem of limited friendship opportunities, the music 
therapy group could be seen to provide a space in which conditions neces- 
sary to build friendships (Firth and Rapley 1990) can be explored. For 
example, the data showed that most participants did place value on friend- 
ships and were committed to the group, which suggests that motivation to 
relate to others was present. The increase in the level of connection in the 
group music might indicate that self-confidence in relating to others and to 
the instruments was increased and that interpersonal skills (tuning in to the 
quality of others' playing and offering encouragement and praise) were 
enhanced. The way in which the participants became more able to challenge 
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each other directly and to take risks also suggests a notable increase in both 
self-confidence and the ability to deal with conflict. 

In view of the natural context of the study it would be difficult to postu- 
late that the changes in the interview responses were directly attributable to 
the music therapy intervention. However, the study did demonstrate the 
potential for offering music therapy in a group setting to enable people to 
explore different patterns of relating. The fact that certain participants 
remained unable to talk to or look at each other during the sessions made 
the results of the musical coding particularly significant. It seemed that 
within the containment of the therapeutic environment the music enabled 
people to be together and to explore positive and creative ways of relating to 
each other, as well as providing opportunities for each individual to explore 
an alternative means of emotional expression. Whilst the short life of the 
group meant that it was not possible to address deeper underlying issues, it 
had achieved a degree of stability and had begun a process of acceptance, 
sharing and belonging (Foulkes and Anthony 1984: 27). It might therefore 
be conjectured that the group was perhaps ready to begin the ‘long working 
process’ (Yalom 1985: 333). By placing the study within the framework of 
quality of life it was possible to think about the therapy, the participants 
and the issues they face in a broader, more holistic way. The interviews 
provided the participants with a voice and highlighted just some of the 
difficulties and challenges facing vulnerable people and marginalized groups 
living in the community today. 

In summary, this chapter draws attention to the very real challenge of 
social inclusion. At a fundamental level many people with learning disabili- 
ties may need assistance not only with basic skills in friendship building, 
almost as a precondition to relationships, but may also require ongoing 
social and emotional support in order to sustain them. Without helping 
people to first lay these foundations and then to build on them, there is a 
danger that social inclusion and integration are rendered empty and 
meaningless concepts and that overall quality of life will be compromised. 
Whilst there are also wider societal issues and attitudes that need considera- 
tion and cannot be addressed by one profession alone, music therapists have 
a key role to play in enabling and empowering people to engage in society in 
a more active and meaningful way. 
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Chapter 7 


Community, culture and group work 

Tessa Watson 


Community remains stubbornly missing, eludes our grasp or keeps 
falling apart, because the way in which this world prompts us to go about 
fulfilling our dreams of a secure life does not bring us closer to their 
fulfillment; instead of being mitigated, our insecurity grows as we go, and 
so we go on dreaming, trying, and failing. 

(Bauman 2001: 44) 


Community and culture 

So much has been written about community in relation to healthcare trends 
that we may assume we know what the concept of community is. Terms such 
as care in the community and deinstitutionalization give a picture of 
community as being the environment outside an institution. However, there 
has been much sociological and political debate in recent years about a 
changing definition of community (Alperson 2002; Amit 2002; Bauman 2001; 
Eaton 2002; Gray 2002; Philipson et al. 2002; Shakespeare 1998), and it is 
useful to consider this here. Amit talks about community as being ‘an idea or 
quality of sociality’, going on to suggest that ‘this thrust towards ideation has 
been associated with a translation of community as collective identity rather 
than interaction’ (2002: 3). In the twenty-first century, community may be a 
sense of having something in common that could develop into social 
interaction, rather than a close knit, directly interacting network. Gray writes 
of this sense of togetherness as being a variety of shared experiences such as 
‘culture, location, occupation, interest, ethnicity, national identity' (2002: 
40). A community may therefore exist in a country, neighbourhood, day 
centre, family, or group who share particular ideas or attitudes. This con- 
ceptualization perhaps conflicts with the particular meaning of care in the 
community in the UK. 

Bauman questions the idea of community as being relevant to our 
times, writing of the difference between ‘the community of our dreams and 
the “really existing community”’. He suggests that the new idea might 
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be identity rather than community (2001: 4). So there may be an ideal of 
community that is rarely found: 

People who dream of community in the hope of finding a long-term 
security which they miss so painfully in their daily pursuits, and of 
liberating themselves from the irksome burden of ever new and always 
risky choices, will be sorely disappointed. Peace of mind, if they find it, 
will prove to be of the ‘until further notice’ kind. Rather than an island 
of ‘natural understanding’, a ‘warm circle’ where they can lay down 
their arms and stop fighting, the really existing community will feel like 
a besieged fortress being continuously bombarded by (often invisible) 
enemies outside while time and again being torn apart by discord 
within; ramparts and turrets will be the places where the seekers of 
communal warmth, homeliness and tranquility will have to spend most 
of their time. 

(Bauman 2001: 14) 

People with learning disabilities have their own communities, both artifi- 
cially and naturally constructed, and individuals may choose to live within 
these or not. Like all small communities, in order to take part in some of 
the activities of life people may need to come outside their community and 
engage with another. 


Community and people with learning disabilities 

The truth is that living in the community is not a simple option. 
Families and individuals who have been doing it for countless years 
testify to the struggle against stereotyped attitudes and expectations, 
the exclusions and hurtfulness arising from ignorance and prejudice. 

(Brechin 1988: 112) 

The idea of community may have particular meaning for people with 
learning disabilities, who through history have been allocated to an arti- 
ficial community. Indeed, Ho states that the diagnosis of learning disability 
is ‘a social construction that is highly contingent and reflects the medical 
and social attitudes of a particular society in a specific era’ (2004: 89). When 
in the late 1960s and early 1970s there was a great change in sociology and 
a growth in the civil rights movement, Wolfensberger’s concept of normal- 
ization (later renamed social role valorization) had an influence on services 
in the UK. This concept aims to use ‘culturally valued means in order to 
enable, establish, and/or maintain valued social roles for people’ (Wolfens- 
berger and Tullman 2002: 139; see also Emerson 1992; Malin 1987). These 
significant changes in ideas prompted a move towards community-based 
services replacing institutions, with a great impact on people with learning 
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disabilities, many of whom were living in hospitals or other large 
institution-like homes. Race documents the struggle to develop a coherent, 
clear path for services to follow in the 1980s and 1990s (Race 2002: Chapter 
11). Whitehead considers issues around the loss of institutions and the 
move to community services: 

Outside in the new services, however, we continue recreating the splits 
which characterize our internal worlds, joining cliques which use 
certain techniques or jargon, or advocating a particular approach to 
the work. What is missing in the community is a replication of two vital 
functions of institutions: that of providing a repository for collective 
projections of madness and difference; and an organizational structure 
that contains the anxiety aroused by caring for people perceived to be 
different. 

(Whitehead 1992: 89) 

Therefore we may consider that the wider community can offer new 
opportunities but is unable to provide some other functions of an institu- 
tion. To take this further, O'Brien speaks of the importance of real inte- 
gration for people with learning disabilities, describing it as follows: 
‘measures and practices that maximize community participation by using 
ordinary facilities as much as possible and by providing needed special 
services and restrictions in ways that are individualized to changing needs’ 
(2005: 15). Communities, he suggests, can ‘absorb and integrate’ small 
numbers of different people, but may fight against larger numbers (p. 15). 
When a community is defensive, frightened or uninformed, it may react 
by imagining and speaking of risk. This can lead to sensationalist and 
inaccurate information and defensive attitudes as communities feel the need 
to protect themselves (the acronym NIMBY has emerged to describe this, 
standing for Not In My Back Yard). The building of resilient communities 
is described by Eliatamby and Hampton (2001) who consider that it can 
enable full citizenship or integration to be realized. 

In the UK, the government white paper Valuing People recommended 
full access to community services, encouraging workers to assist people to 
‘lead full and purposeful lives within their community and to develop a 
range of friendships, activities and relationships’ (2001c: 76). But some 
writers, including Klotz, are clear that we should not make people ‘conform 
to normative social practice and behaviours as the means for their social 
inclusion and acceptance’ (2004: 101). Despite community being a ‘warmly 
persuasive word' (Mayo 2000: 37), there are difficulties in being part of a 
community if you are unable to communicate and interact in usual ways 
(McIntosh and Whittaker 1998). These same authors note that ‘it is 
through sharing experiences that we make friends, have allies. We become 
more prepared to engage with the world outside’ (McIntosh and Whittaker 
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2000: 32). There is a difficult balance to find between enabling people to use 
their communities independently and offering enough support to allow 
them to do this confidently and safely. 

Bayley writes of real lives in the community, noting that ‘the ultimate 
question is not “is this person well integrated into the community?” but “is 
this person happy?”’ (1997b: 88; see also Firth and Rapley 1990; Sheppard 
2003). He considers that integration for people with learning disabilities in a 
community is usually superficial, stating that people need to know what to 
do and how to make relationships once they have a place in a community. 
This is something that people with learning disabilities often have not been 
able to rehearse in a spontaneous and independent way. Szivos further 
notes that the geographical community is expected to provide networks of 
friendship, something that rarely happens in today’s communities. Instead 
we ‘rely upon the sophisticated use of travel and communications tech- 
nology to maintain extended friendship and kinship networks’ (1992: 118). 
The idea of normalization and real integration therefore remains a difficult 
issue in the twenty-first century as we support people with learning dis- 
abilities to find their place in their preferred community. As ideas about 
health and community change, it is important that we do not replace one 
rigid concept or belief with another, but that we continue to interrogate 
theory and practice. Chapter 6 in this book also considers these issues. 


Music therapy, culture and community 

In the foreword to the book Culture Centred Music Therapy, Bruscia speaks 
of the way in which new ideas are integrated into existing culture (2002: 
xvi). This is certainly true of music therapy which has seen dialogue 
between established and new models of practice. Holding in mind O’Brien’s 
words ‘absorb and integrate’, this part of the chapter will consider ideas of 
culture and community in music therapy work, including the models of 
culture centred and community music therapy. A consideration of culture is 
essential when working as a therapist in order to be able to engage with the 
real world of the client. As Kenny and Stige state: 

When meeting a new client, the therapist should acknowledge that she 
or he is different from any other client in some respects, similar to some 
other clients in some respects, and like any other client in other 
respects. In other words: the person has a personal history, belongs to a 
cultural group, and is at the same time a human being sharing human 
nature with any other human being. 

(Kenny and Stige 2002: 22) 


Stige also reminds us that ‘meanings are always situated in cultural con- 
texts’ (2002: 49). The therapy that each music therapist offers will have a 
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particular culture, and in each piece of clinical work this therapy culture 
meets the culture of the client. The therapist needs sensitivity and flexibility 
to work with the needs of each individual or group and this will inevitably 
lead us to ask, as Stige suggests, ‘which theory? ... for whom, when, and 
for what? . . . [and] how could we best use theory from other disciplines?’ 
(2002: 35). 

Another new model of music therapy, which has been titled community 
music therapy, exists to challenge conventional thinking (Ansdell 2002; 
Pavlicevic and Ansdell 2004). Community music therapy suggests that 
music therapy is a political or social concept that brings clients closer to 
music rather than a treatment that uses music to bring clients to greater 
health. An implied difference between this and other models seems to be 
that the main aim of community music therapists is to engage in cultural or 
community music making with the client, whereas other models of music 
therapy provide therapeutic support for clients’ experience of their com- 
munities, promoting independence and allowing the sharing and processing 
of issues. Both ways of working hold at the centre the powerful and uni- 
versal therapeutic action of music in life. Boal’s idea of the theatre of the 
oppressed is interesting to compare here. This concept has grown from 
political oppression and has had an influence on the profession of drama- 
therapy. It describes a process-oriented creative system where issues are 
dealt with in drama; where people ‘rehearse strategies for personal and 
social change’ (Schutzman and Cohen-Cruz 1994: 1; and see Boal 1995). 

Stige states that ‘culture-centred music therapists sometimes take music 
therapy out of the music therapy room and out of the context of a session 
with a defined start and end’ (2002: 43). We can read in other chapters in 
this book how music therapists carefully consider the culture and com- 
munities in which they work and what this means for their practice. Rhian 
Saville describes work that moves from the therapy room to the client’s flat 
and back again (Chapter 3). The current author describes work in an 
adapted therapy room where the group is floor based (Chapter 8). Ben Saul 
writes of research that considered the way in which the culture or com- 
munity of music therapy met that of carers (Chapter 9). I have written 
elsewhere of music and art therapy groups (a mix of communities/cultures) 
that moved from the therapy room to the community together. In these 
groups, our aim was to offer a therapeutic process. When the group visited 
the Tate Britain gallery, we experienced a different community together, 
and needed to be able to return to the containment of the therapy space to 
reflect on the experience (Watson and Vickers 2002). 

Transdisciplinary working and project work are viewed by culture- 
centred and community music therapy as non-traditional music therapy 
roles. However, amongst music therapists working with people with learn- 
ing disabilities there is a strong tradition of this work. Therapists might see 
the facilitation of community work, as well as diverse transdisciplinary 
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projects as a part of their role (see Twyford and Watson, forthcoming). For 
example, as well as providing music therapy sessions the current author has 
taken on varied roles in music therapy work: arranging music workshops; 
going into the community with groups of clients; running joint groups with 
other professions in the wider day centre environment (see Chapter 10); and 
developing training for care staff. 

The second part of this chapter describes a music therapy group that 
focused on community issues. 

M usic therapy groups focusing on community issues 

I have run several groups specifically assembled to address issues around 
community life and the case study that follows is a composite illustration of 
several such groups. The challenges that our communities present for 
people with learning disabilities can be great. Alongside the everyday 
negotiations of community life, they may meet people and attitudes that are 
curious, tactless or cruel (as well as interested and generous). There are also 
significant barriers to communication with people and everyday services. In 
the groups described, music therapy has provided a place to share and 
reflect on painful and joyful issues of difference, disability, achievement and 
friendship through self-expression in music and talk. The aim of the therapy 
is always to encourage greater independence. Group music therapy allows 
people to come from their communities into a place of therapeutic safety in 
order to explore the difficulties in their lives, and to leave having shared 
these experiences positively, and perhaps having developed more skills to 
manage their lives. 

Few authors have written about music therapy work that addresses issues 
of community life. Talking about their work with people with a formal 
diagnosis of mild learning disabilities, Richards and Hind state that ‘for 
such people life is difficult in quite particular ways. They occupy an awk- 
ward middle ground. They are often not visibly or recognizably handi- 
capped, but nor are they able to live independently’ (2002: 120). In their 
writing, these therapists describe the importance of a secure base (Bowlby 
1979) from which the group can ‘begin to make discoveries on their own 
terms’ (Richards and Hind 2002: 131). In the casework described below this 
was also the case. The group needed to establish their own music therapy 
community before they could begin to bring painful or joyful experiences to 
share and explore, before they could freely reveal parts of themselves 
normally kept hidden. 

Recently, group psychotherapy work with people with learning dis- 
abilities has been documented, providing useful reflection on the issues in 
group work for this client group. Hollins and Evered write about working 
with ‘disturbing conflicts’ on issues of dependence and separation, feelings 
of not being wanted or of being a failure, and of improvement in social 
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relationships (1990: 58). Jones and Bonnar (1996) note that issues of 
separation, loss, abandonment and rejection are evident, and that this can 
lead the group to take a long time to use other members as a source of 
support. This points to the need for a long-term, protected therapeutic 
space which can allow trust to develop. 

‘The community = think of all the things you really don’t want 
to do - and then you have to do them’ (group member) 

The beginning of one music therapy group was prompted by changes in a 
day centre that meant members had greater opportunities to take part in 
community activities. This large centre developed a range of innovative 
outreach projects in the community and clients were invited to join some of 
these. It was noted that these opportunities caused considerable anxiety for 
some people, and a music therapy group was established to support these 
new experiences. Some of the experiences that the group aimed to explore 
were as follows: 

• managing a new environment 

• developing confidence 

• meeting new people and developing social skills 

• working as a team with others 

• exploring identity and difference, coping with discrimination and 
prejudice 

• coping with a sense of responsibility. 

This group forms the basis of this case study, with examples from other 
groups used to illustrate further points. 

Beginnings 

It felt important at the start to explain the purpose of the group in a way 
that firmly linked the new community opportunities and the music therapy 
group. The group was described to potential group members in words and 
in Makaton signs and symbols as a place where people could bring and 
share their thoughts and feelings about experiences inside and outside the 
day centre. The group was described as a place of help if things were 
difficult; when people were scared or didn’t want to leave the centre, or had 
difficulty being with others when they were in the community. 

As with all groups, this group needed to find its own way at the beginning 
of the sessions. This process of forming involved a lot of thought from the 
therapists and the group members about what could happen in the sessions: 
about using the instruments, listening to each other, playing together, 
waiting, sharing, leading, listening; teamwork. From anxious beginnings 
where there was often silence and a reliance on the therapists, the musical 
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medium allowed responsive and creative links to develop. As confidence and 
trust grew, the group became a place owned by the members, where con- 
cerns and joys were shared, and exciting and new things could happen. The 
real value of the group seemed to be its role as a place where feelings could 
be brought, spoken about or expressed. For some this may have been the 
only place they could bring deep and private feelings. That all feelings were 
allowed, valued and contained was of great importance. 

The group members are invited to choose instruments. Growing from small, 
rhythmic sounds, the music becomes a lively, energetic group piece. The group 
members look around in excitement as the musical interactions develop between 
them, and singing and clapping adds to the group sound. The music feels purposeful 
and exciting, and lasts for a long time; new ideas adding to the texture and melody 
lines whenever the music begins to fade. When the piece ends there is clapping and 
laughter; we feel as though we have really worked together. 


Confidence - having a voice and a place 

The path from passivity to confidence was an important part of the group 
process in the first few months. The members were at first passive, reluctant 
or unable to use the group in their own way. They were encouraged to bring 
their own musical ideas, rhythms, phrases and ways of playing (modelled by 
the therapists). Gradually, individuals began to bring ideas, which were 
valued, and to realize their impact on the group. Verbal responses to the 
music were encouraged, as was discussion (for example; it's too loud, I like it 
- I don’t like it, let’s do it like this, that’s sad, it’s different for me). In our 
small music therapy community, ownership and confidence became possible, 
and this paralleled some of the processes taking place outside the group. 
However, we recognized that the difference between having confidence in a 
small, therapeutic group and owning a place in the community was great. 

In one session, A says that the music is too loud and he will have to leave. He 
isolates himself from the group (as he often feels isolated in the community). We 
ask him how the music would need to change for him to be able to stay that day. A 
demonstrates some music and the other group members are able to listen and play 
with him. He has an idea, influences the group, changes things for himself and the 
group, and remains included. 


Making relationships - what do we want, what do we need 

The group returned to the theme of relationships many times. The whole 
range of relationships in life, such as those with family, friends, girlfriends/ 
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boyfriends, husbands/wives, children and workers, were thought about in 
the group. Social skills were explored, with group members finding out how 
they could be together; how to make contact with new people, develop 
supportive friendships, and say goodbye when someone left. Events in the 
group and outside the group (including from the television and community) 
were used to think about these issues. Some difficult moments came when 
group members were not able to understand or communicate with each 
other verbally in the way in which they wanted. At these moments, the 
music was able to bridge some of the barriers to communication, allowing 
the group to feel close again. 

An episode of the television soap EastEnders was described in the group, and from 
it came ideas: ‘You could take someone with you to the pub like they do on 
EastEnders, you could take Patrick’ (a group member). Whilst this seemed exciting 
for some, one person was frightened of the idea of himself or others going to the 
pub. These seemed to be brave explorations and following the discussion, feelings 
were expressed in quite chaotic, anxious music. The music was fast and loud, with 
singing and shouting of ‘We’ll go to the pub’ and ‘No! no!’ from group members. 

Alongside this exploration of relationships came expressions of the respon- 
sibility that group members felt when relationships ended or went wrong in 
some way. Some group members explored the difficulty, anger or shame 
that they felt when needing to ask for help from people (workers or family) 
and how they wanted to be able to support and help in return. Others 
described a sense of worry or responsibility that they had made things 
happen, ‘Was it my fault that X left?’, and also anxiety about whether they 
could manage to be an equal partner in a relationship. 


Exploring inside and outside the group 

As the group developed, we continued to link it closely to community 
experiences. Group themes that arose were discussed with the workers 
running the community project, although the explicit content of the group 
in relation to individuals was kept private. This ensured that useful feed- 
back was gained and given. Sometimes artifacts from community visits 
were brought into the group to make a direct link with experiences. In 
particular, photographs were useful in making direct connections with 
experiences and associated feelings. Group members described their experi- 
ences in the community in very different terms, both positive and punitive 
(hence the title of this case study). 

Visits to workplaces to think about different jobs were for some exciting 
and for others frightening. At times it was hard to hold these contrasting 
feelings and views in the group, and much of the anxiety that was felt due 
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to these mixed feelings was expressed in our music. The members were, 
however, committed to supporting each other, and gradually developed an 
appreciation of each person being different and having different feelings 
and views. Allowing these different feelings to be expressed and managed 
in a group setting appeared to allow greater strength to grow within the 
group. The support between group members increased significantly, with 
people often providing ideas about what to do if someone was distressed 
(for example, the kind of comfort they might provide or music they might 
play to help the person): 

Toby : We went to the police station, it was great! I really enjoyed it. 

David: I didn’t enjoy it, I fell over, I got upset [ becoming distressed], I don’t want 

to go on trips, it makes me feel unhappy, I’m upset [stands up, looks 
agitated]. I’ll have to leave . . . 

Therapist: The visit was okay for some people and not for others. How can we 
help David, he’s feeling worried? 

John: David, you’ll be alright. Let’s play some music. 

The group plays some calming, soft music, with David on the metallo- 
phone, his favourite instrument. He becomes calmer and begins to play 
assertively, looking around and nodding at the group. After the music has 
finished: 

David: I feel better now, I like the music, it helps me to calm down. It’s a 

good group. 

The broadening of experiences in the community led to group members 
thinking about what they might want for themselves in the future - 
girlfriends, a job, a family. Some people were able to express their wishes 
and dreams in the group. Others reflected on the past with sadness and 
anger, remembering when some of these universal wishes were denied to 
people with learning disabilities (one group member remembered when 
he had worked but not been paid, and wanted a girlfriend but been 
discouraged). During the group several members joined a work project, and 
one group member talked about meeting a new girlfriend. This brought a 
sense of hopefulness for the future. 

Community inside and outside the group - confronting disability 
and difference 

Within the community of the group grew an exploration of difference. This 
included the awareness that some people talked more than others, or played 
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more than others. These differences were sometimes seen as worrying, 
particularly if they raised conflict. A parallel process took place on com- 
munity visits, where stark differences in ability were observed and experi- 
enced. In one session, an incident in the community was recounted, with 
one group member saying of another: ‘He couldn’t understand, because 
he’s got a learning disability.’ This led to the brave acknowledgement that 
each person in the group had a disability, which might make some things 
difficult. For some people this seemed helpful. It may have been the first 
time that they had spoken about their disability and difference to others. 
For others it provoked feelings of anger and unfairness. This theme was 
returned to several times, and our music played an essential role in con- 
taining some painful feelings around difference. 

Gillian: I tried to use the till . . . [in the shop where her brother works. There is a 

painful pause ] I couldn’t, you know ... it was too much for me. My 
brother says I can’t use it again. 

Andrew : I know, it’s not fair. I want to be a doctor, giving out the tablets and 

telling people what’s wrong. But I can’t. 

The music that follows this exchange is discordant and disconnected. 
Andrew plays loudly, desperately trying to lead the music, but not sure 
how. One of the therapists has to ask him to take care in case he breaks the 
drum. He shouts ‘I’m ANGRY!’ 

After the music, Gillian talks about seeing the film Evita, and says that Evita was very 
powerful, but couldn’t stop her own death. This thoughtful statement about power 
and powerlessness seems appropriate to the group. 

Sometimes it was hard to accept difference within the group and the 
therapists were aware that a parallel process of discrimination could be 
transferred from the community to the therapy room. At times the 
therapists needed to protect group members from others who used their 
increased feelings of confidence and power to make an attack on someone 
they saw as more disabled than themselves (for example, to verbally attack 
a person who responded to schizophrenic symptoms in sessions, who found 
speaking difficult, or who could not read the words on the chart used to 
prepare for a break). The idea of projective identification was thought 
about in relation to these painful, attacking moments. Linked to this, a 
striking moment occurred when one of the members brought in a magazine 
article to show us. He had seen percussion instruments like those in the 
music therapy room in a photo accompanying an article about Evelyn 
Glennie. Discussion around this led to extreme interest that this world 
famous musician is profoundly deaf. 
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Inevitably the therapists experienced envy - of their roles as workers, 
their ability to play particular instruments and to manage the group. At 
times it was hard to tread the balance between the group having control of 
sessions and the therapists needing to provide structure or focus. In the 
music, these feelings of envy appeared to be expressed through bids for 
leadership of the group, often heard in the volume of the music. 


Empowerment in endings - taking control and making decisions 

As people moved on and new members joined the group two issues arose. 
First, existing group members had an experience of being helpful and 
supportive to new members, giving them confidence and a sense of valida- 
tion. Second, the therapists became aware that several group members had 
no wish to move on and make changes in their lives. This could reflect 
ambivalence: boredom at a current situation, but a fear of moving on. It 
also represents a tension between the wishes of clients and the wishes of 
workers or organizations. How can we respond when clients reject oppor- 
tunities for change? In this group the therapists felt that some members 
could not progress past a particular point of experience (and perhaps 
emotional defence). 

The process of group members joining and leaving the group was linked 
by the therapists to people having their own ideas about when their therapy 
might be finished. Group members were given the opportunity to meet 
individually with the therapist to discuss this if they wished. Meeting, 
greeting and saying goodbye are intrinsic to all groups, but people with 
learning disabilities may not be used to having control over decisions to do 
with their joining or leaving day centres, jobs or communities (see Mattison 
and Pistrang 2004). In addition, some group members felt that others left 
because of something that they had done, and this seemed to reflect a 
deeply held anxiety about a capacity to damage others. 

It was hoped that members could be empowered to make their own 
decisions (with the support of the therapist, and sometimes in discussion 
with staff or family members). Each person’s leaving was given importance 
and prepared for. Accessible information was used to help the group 
prepare for goodbyes, and all were encouraged to share their feelings in 
relation to these endings. These feelings were expressed through music, 
speech and physical gestures such as shaking hands or hugging. 

Conclusion 

The reality of community life for adults with learning disabilities can be, as 
Bayley (1997b) and Brechin (1998) state, both superficial, and a ‘struggle 
against stereotyped attitudes and expectations’. It is a more challenging, 
painful and dramatic version of that which we all experience: inclusion, 
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exclusion, achievements and impossibilities. Music therapy groups offer a 
protected therapeutic space where together clients can explore the issues 
and challenges that arise as a result of greater involvement in their local 
communities. The groups described in this chapter provided a containing 
function where fantasies and projections, fears and joys could be expressed, 
shared and thought about in music and talk. The issues of independence, 
decision making, relationships, employment and disability were all brought 
into the group. Music therapy has a key role to play in assisting the 
transitions between different types of cultures and communities, and in 
enabling people to find their own ways of interacting and acting in their 
chosen communities. 



Chapter 8 


Working with people with profound 
and multiple learning disabilities in 
music therapy 

Tessa Watson 


A new friend visiting us told us that Kathy was the first person with 
severe learning disabilities she had ever met. Within a very short time 
they were communicating very effectively . . . Was she especially sensi- 
tive, or did she just make the effort? She went on to do music therapy 
with people with multiple and learning disabilities, outstanding in her 
ability to communicate successfully with people no one else expected to 
respond. 

(Fitton 1994: 16) 


This quotation, particularly appropriate to this book, introduces key themes 
about being with people with profound and multiple learning disabilities 
that will be explored in this chapter: the amount of effort that both com- 
munication partners must make, the expectation that there might not be a 
response, the sensitivity required to make a relationship, and the valuing of 
the work. The chapter focuses on the work that music therapists undertake 
with people with profound and multiple learning disabilities, with a con- 
sideration of their particular needs, a case study of a music therapy group, 
and guidelines for good practice. 


Profound and multiple learning disabilities 

People with profound and multiple learning disabilities have an estimated 
IQ of below 20, and additional disabilities (sometimes termed additional 
or complex needs). Lacey and Ouvry state that ‘often the multiplicity of 
disabilities include sensory or physical impairment but others may be 
involved, such as autism or mental illness. Behaviour which may be very 
challenging and or self injurious may also be present’ (1988: ix). Samuel and 
Pritchard list the characteristics of this client group as follows: 

• extremely delayed intellectual and social functioning 

• little or no apparent understanding of verbal language 
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• physical and sensory disabilities 

• associated medical conditions 

• need for constant support and supervision (2001: 39). 

People with these disabilities may have varying specific diagnoses, but all 
will rely on others to meet their needs, and will have significant barriers to 
communication. There has been an increase in the population of adults with 
profound disabilities, due to greater longevity and higher survival rates of 
babies and young children with severe disabilities. This may mean a sig- 
nificant period of early life spent in hospital, and medical conditions in later 
life requiring treatment. Frequent health problems are eating, swallowing 
and weight problems, respiratory infections, epilepsy, and risk of pressure 
sores. With the transition to adulthood these health problems may increase, 
leading to more rather than less dependence on carers. As Sheehy and Nind 
note, mental health problems may be present though hard to diagnose: 
There is a range of evidence that suggests that there are likely to be 
significant, if as yet unmeasured, challenges to the mental health of people 
with profound and multiple learning disabilities’ (2005: 35). These authors 
suggest that mental well-being can be supported ‘through active personal 
and environmental interactions’ (2005: 35), such as might be achieved in 
music therapy. 

In 1992 Sinason wrote that ‘the profoundly multiply handicapped indi- 
vidual can exist in a double vacuum where his or her own sense of bereave- 
ment and isolation is matched by the outside world’s indifference, fear or 
hostility’ (1992: 208). Ten years on, the UK Profound and Multiple Learn- 
ing Disabilities (PMLD) Network echoes Sinason’s words, stating that the 
specific needs of this group are not considered. They note that adults with 
profound and multiple learning disabilities are some of the most excluded 
and little valued people in our society, and that they and their families and 
carers need specific support (PMLD Network 2003). 


Communication 

It is important to respect and value people as they are in order to 
communicate in a way that is appropriate for them. 

(Thurman et al. 2003: 84) 

People with profound and multiple learning disabilities are usually unable 
to communicate in formal ways (such as speech, or a sign language such as 
Makaton). They might use eye contact, body language, facial expression or 
vocal sounds to communicate their preferences and express their feelings 
and experiences. Porter et al. (2001) note that the feelings and meanings 
behind these communications can be hard to interpret and verify. This can 
mean isolation from everyday experiences and contact with others. It may 
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take a long period of time for a person with profound disabilities and a 
communication partner to find a way of being together and working 
together. McIntosh and Whittaker confirm the importance of finding 
meaningful ways to communicate when they state that ‘communication is 
the precursor to social activity. It underpins confidence, equality, empower- 
ment and friendship’ (1998: 17). Working with clients to enhance their 
communication skills can develop self-advocacy, confidence and choice 
making. 

Fitton, writing about her daughter Kathy, makes clear the difference 
between a description of Kathy's medical history and a description of her 
personality and likes and dislikes (1994: 6). Her book advocates for the 
need to find ways of communicating with people with profound disabilities 
in order that they can be known as people first. This idea is familiar to 
music therapists, whose approach enables a non-verbal, person-centred 
communication. 

Living a full life 

With the emphasis on people with learning disabilities taking a full part in 
their communities, day centres are becoming more community based. 
Clients with profound disabilities are likely to continue to need access to 
clinic or day centre based specialist health interventions such as arts 
therapies, occupational therapy, physiotherapy, and speech and language 
therapy input, and may find it particularly hard to integrate more fully into 
their communities. Specialist therapies such as music therapy provide an 
accessible therapeutic intervention which develops self-awareness and recip- 
rocal relationships with others, aiding integration into everyday or com- 
munity situations. 


Working together 

Person-centred planning and circles of support involve a committed group 
of people (including family) who meet with the client to think about their 
needs and wishes. This is particularly important for people with profound 
disabilities as it allows family or carers, friends and staff working with the 
client to communicate and share their knowledge and experiences of the 
client. Music therapists are often included in these planning forums. 

In addition to formal meetings, families and carers may be given infor- 
mation so that they are aware of the nature of the therapy the client is being 
offered. Information sheets and reports about the process of the therapy are 
often shared with those involved with the care of the client. In a graphic 
example of a lack of communication about services that were offered to her 
daughter, Fitton writes that she didn’t know how her daughter Kathy got 
on at respite care: ‘She could not tell me, and no one else did’ (1994: 106). 
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Whilst issues of confidentiality should be carefully considered when liaising 
with carers and colleagues, the sharing of insights gained in sessions can 
develop the holistic care offered to the client. 


Supporting staff 

Due to the demanding nature of the work, the turnover of staff working 
with clients with profound and multiple learning disabilities can be very 
high. One role for the music therapist can be to contribute towards support 
and development of staff through training. It is useful to meet with new 
staff during their induction period to give information about music therapy 
in order that they can support clients appropriately. Therapists might con- 
sider running workshops for groups of new staff, and may also offer 
supervision of music-based groups on an ongoing basis. In addition, care 
staff may also work in sessions with music therapists, which can help to 
develop experience, skills and a greater understanding of clients. 

Music therapy strategies for working with people with 
profound and multiple learning disabilities 

When working with clients who have profound disabilities, music therapists 
will consider each person’s learning and physical disabilities in order to 
assess their individual needs in the music therapy setting. Physical disabili- 
ties may have an impact on how the client can use the instruments. It is 
helpful to be able to have a joint session with a physiotherapist in order to 
gain knowledge about specific movements and positioning that might assist 
the client to use the instruments fully. To this end, adapted instruments or 
beaters can be useful to include in the therapy room. Wigram reminds us: 

Before trying to explore what a person does in a music therapy session, 
and what they are bringing in their music to a relationship or an 
interaction, it is important to look at what they are physically or per- 
ceptually able to do. Poor control of movement, deficiencies in hand/eye 
co-ordination and an inability to focus on objects or instruments out of 
a limited visual range, are going to seriously limit the creative abilities 
of a person. This is particularly noticeable with physically or sensorily 
handicapped people, and the physical disability acts as a constraint on 
personality development. 

(Wigram 1988: 44) 

Clients with profound disabilities may need a longer assessment period (for 
example eight to ten weeks) in order to familiarize themselves with the new 
situation and to access instruments. In addition, shorter sessions may be 
more manageable at first. To introduce the client to the therapist and the 
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instruments, it can be useful to meet initially in the client’s environment, 
perhaps taking an instrument as an object of reference. Sessions can be 
moved into the music therapy room when the client is more familiar with 
the therapist. It can be useful to offer a 10- or 15-minute session twice a 
week rather than one 30-minute session. 

The therapist’s musical approach may need to be adapted in order to 
work meaningfully with clients who have profound disabilities and barriers 
to communication, and who are likely to play little music. This issue will be 
discussed in the case study in this chapter. When thinking about the 
meaning and feelings of the music and happenings in the session, therapists 
need to remain aware that these cannot be confirmed with the client as 
might happen with clients with more verbal facility. The experience of the 
music therapist is therefore extremely important. Some of the client’s 
feelings or opinions will remain unknown, though they will give important 
indications of their experience through non-verbal communication. Dia- 
logue with carers and other professionals can add to a more rounded 
picture of the experience of therapy. 


Theory as framework for clinical work 

Writers such as Stern (1985) provide theories that can help music therapists 
to think about meaningful contact with clients with profound disabilities. 
Stern developed his concept of affect attunement in response to the ques- 
tion: ‘How can you “get inside of” other people’s subjective experience and 
then let them know that you have arrived there without using words?’ (1985: 
138). Stern’s work was with mothers and infants, and whilst it is important 
not to make too literal a parallel with music therapy work, the idea of 
communication taking place through different modalities or channels has 
particular relevance to work with clients who may use as their language of 
communication body language, movement and facial expression as well as 
sound. Stern considered that the properties of emotional affect can be 
communicated by six types of behaviour, and describes this process as more 
sophisticated than imitation, giving the indication of a capacity for psychic 
intimacy, and allowing qualities of feeling or vitality affects to be shared 
(Stern 1985; see also Sobey and Woodcock 1999; Watson 1998, 2002). 
Intensive interaction, developed by Hewett and Nind (1994, 1998; see also 
Leaning and Watson (2006)) is also concerned with sharing qualities of 
feeling with children and adults with profound learning disabilities. Also 
developed from mother-infant research, intensive interaction gives workers 
a way of being with clients described as hard to reach or who have severe 
barriers to communication. The technique uses playfulness, spontaneity and 
sensitivity in interactions, to make and develop relationships with clients. 
The literature on intensive interaction is growing and is a useful resource for 
the music therapist coming to work with clients with profound disabilities. 
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Bion’s ideas of containment and reverie allow us to consider ways in 
which we might work with clients with profound disabilities to receive 
feelings that the client may not yet be able to manage themselves, and feed 
them back in manageable form (Bion 1962a). Much of Winnicott’s writing 
is also relevant to the work. His writing about play and creativity is 
inspiring for music therapists, who are bringing a creative and explorative 
play to the client with their music. Winnicott stated that ‘it is in playing and 
only in playing that the individual child or adult is able to be creative and 
to use the whole personality, and it is only in being creative that the 
individual discovers the self’ (1971: 54). Winnicott’s ideas of holding, tran- 
sitional phenomena, and the true and false self are all useful theories to 
hold in mind when working with people with profound disabilities. 


Case study 

The following case study describes group work that took place with four 
clients with profound and multiple learning disabilities over eight months 
for one hour a week in an adult learning disability day centre. Two music 
therapists worked with the group, and the case study will describe the 
process of the group and the experience of the therapists. 


The group 

Phillipa is a woman with profound and multiple learning disabilities of 38 
years. She lives at home with her family. She has no formal means of 
communication, and uses sounds and facial expression to indicate her needs 
and wishes. It is thought that Phillipa’s understanding is good. She uses a 
wheelchair and has very little controlled physical movement, and has fairly 
frequent hospital admissions due to respiratory infections. Phillipa has a 
strong personality and is eager to communicate with others, and despite 
severe disabilities contributed a lot of music to the group (vocal and 
instrumental). 

Mohammed is a man with profound and multiple learning disabilities 
and significant physical disabilities. He is 38 years old and lives at home 
with his family. Mohammed is described as being ‘cut off’ from the world 
and hard to reach. He has no formal communication and it is hard to know 
how much he might understand. He uses a wheelchair and engages in self- 
stimulatory behaviours such as teeth grinding. 

Jerry is a man with profound and multiple learning disabilities of 26 
years. He appears quite reserved and finds it hard to communicate directly 
with others. It is thought that his understanding is quite good, though he 
does not use formal communication systems. Jerry lives at home with his 
family, and uses a wheelchair (he has good use of his arms and hands). 
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Betty is a woman with profound and multiple learning disabilities of 27 
years, who also has a probable diagnosis of autism. She lives in a group 
home with four others. She is described as being cut off from her environ- 
ment and finds it hard to find ways to communicate with others. She often 
wanders or sleeps at the day centre. 


Setting up a group 

When setting up the group, the therapists talked to care staff who had made 
referrals, as well as meeting and observing potential clients. Parents and 
carers were consulted as well as staff, and were informed about the nature 
and aims of the group, its length, the staff involved, and who to contact 
with queries. 

Particular considerations relating to the therapeutic environment were 
taken into account. The choice of room was significant. Given that there 
was likely to be frequent silence, or soft, intermittent music, interruptions 
from sounds outside may have disrupted the session. We considered the 
physical abilities of the clients and the ways they were most comfortable and 
free to move, and decided to run a floor-based group in a therapy room 
away from the main day centre area. We placed mats around the edges of 
the room, a low table in the middle, and instruments on the table and the 
floor around the room. At the beginning of each group, non-ambulant 
clients were assisted to move from their wheelchairs on to beanbags or mats. 
This took time at the beginning and end, but ensured that the environment 
was accessible to the group. The therapists were also floor based for the 
majority of the session. Clients were able to reach for instruments and we 
were all at the same eye level, engendering a sense of equality. Instruments 
were carefully chosen for their sound qualities and accessibility. We bought 
additional small percussion instruments that could be sounded with little 
effort, used adapted beaters when appropriate, and used boom stands and 
careful placing to assist clients in their playing. Instruments were played 
with feet and body movement as well as hands. This physical environment 
was monitored and adapted as the group progressed. 


Aims for the group 

The broad aims for the group were to engage clients in a spontaneous, 
creative and expressive communication dialogue through the musical 
environment. More specific aims were as follows: 

• to encourage communication through use of the musical medium 

• to provide an environment where fluency in communication is experi- 
enced through the musical medium 
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• to provide opportunities for group members to share and express 
aspects of their personalities and feelings 

• to encourage interaction between group members and therapists 

• to provide opportunities for group members to make choices 

• to provide opportunities for group members to initiate and lead 
interactions 

• to provide opportunities for group members to have control over 
events in the group 

• to encourage liveliness and energy in musical interactions. 

As we got to know the group, we added individual aims for each person. 

This helped the therapists to be clear about the purpose and direction of the 

group for each member. 


The structure of the group 

We planned a structure for the group which was reviewed on an ongoing 
basis. Whilst clients were supported to move from their wheelchairs, a pre- 
recorded tape was played to provide a neutral, open atmosphere. This tape 
was also played at the end of the group as clients were supported to leave 
the room, thus providing a musical landmark at the beginning and end of 
sessions. 

The group then commenced with a hello song, especially composed for 
the group. One therapist sang with guitar accompaniment, the other 
therapist providing harmony on the violin. This provided rich, harmonic 
music to start the group. The therapists sang and played a chorus of the 
song to each person and then improvised with that person’s mood, actions 
or sounds, reflecting their presence in the room. The personalities of each 
group member were thus clearly heard in the room from the start of the 
group. The hello song not only provided each group member with indi- 
vidual attention, helping them to recognize the setting they were in and to 
focus on the music, but also encouraged an awareness of who else was in 
the group. 

A small percussion instrument was then passed around the group. This 
was partly to introduce different sensory and aural experiences to group 
members, and partly to introduce the different instruments that were 
available to them. Each group member was supported to explore the sound 
and feel of the instruments. This part of the session also emphasized the 
group circle and an awareness of turn taking. 

The majority of the session was spent in improvisation. Sometimes this 
would start immediately with music from one or more of the clients, 
sometimes it would grow from silence. Instruments were sometimes selected 
and offered to group members. The improvisation section of the group was 
usually 20 to 25 minutes long. 
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In addition to this structure, the therapists thought carefully about how 
to prepare for breaks in therapy. We developed a sensory ‘snake' of card- 
board, with circles of textured fabric that were removed as a break 
approached. This was also used to prepare for the end of the group. 


The group process - our starting point 

Within a couple of weeks the hello song seemed to be recognized as the 
start of the group, and it was greeted by vocalizations from some group 
members. During the group improvisation there was initially little music 
initiated by the group. We found ourselves drawn to individual group 
members; it was hard to hear the group as a whole. The structured activities 
in the group gave us opportunities to get to know each group member 
better, and we realized that clapping, teeth grinding, physical movements 
(such as linger tapping or leg slapping) and eye contact were all part of the 
group’s repertoire. This material was developed musically within the 
improvisations. 

An initial theme of the group was absence or rejection. This included 
absence from the group due to illness and sleeping in sessions. Sometimes 
this sleeping was due to tiredness or a seizure, sometimes it seemed more of 
a defence against the close contact being offered. In the first few weeks, 
when the group was new and perhaps overwhelming, this may have allowed 
group members to regulate their contact with the group. Contact with the 
instruments and therapists was also rejected at times. This may also have 
been a way in which clients regulated their contact with the instruments 
(which were new objects) and the therapists (who were new workers). The 
therapists discussed together when to encourage engagement and offer 
instruments, and when to wait for an indication of readiness to participate. 


Intentionality 

In our discussions following the sessions, we found ourselves talking about 
the clients’ actions in the sessions as being intentional or not. We discussed 
whether happenings that we heard or saw as being coordinated between 
group members were deliberately so. For example, we noticed that 
Mohammed danced with Phillipa's vocal sounds, and that Betty’s walk 
matched the group pulse. We treated these links as meaningful and com- 
municative (as the mother does with the infant) in order to encourage 
intentional interaction (Grove et al. 2000; Bradshaw 2001). 

We noticed that sounds associated with self-absorbed or self-soothing 
behaviour began to be directed outwards and become more intentionally 
communicative as they were responded to in music. When watching the 
video in later sessions, it appeared clear that these connections were often 
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initiated with exquisite timing, in direct connection with fellow group 
members. Physical happenings in the group also became more intentional, 
with eye contact and gaze becoming more deliberate, and the two ambulant 
group members choosing where to sit. 


The music 

The therapists gave a lot of thought to their musical input, and the way in 
which it could help each group member to find their own music and 
liveliness. Often one of the therapists would use a long melodic containing 
line, while the other responded to contributions from individuals. It felt 
important to use our melodic instruments (violin and cello), to provide a 
rich, harmonic musical environment. We thought about the timbre and 
pitch of our playing and adjusted our musical input from week to week. 
Often, chromatic music seemed to bring the group to life, perhaps because 
it provided harmonies and sounds that could encompass some of the group 
members’ unconventional material (shouting, grunting, teeth grinding 
and movement). Singing was also important, as it enabled an immediate 
connection with group members who were able to respond vocally. 
Graham writes about the importance of vocal work and of the therapist 
developing a repertoire of musical responses when working with these 
clients (2004). 

During discussion the therapists became aware of a shared feeling that 
the improvisation was the central part of this group. However, we also 
experienced a temptation to keep the improvisation short because of 
thoughts that nothing might happen. It was sometimes hard to know how 
long to wait for material to emerge from the group. In some sessions it took 
a long while before group members were able to contribute sounds, but 
gradually they developed familiarity and confidence and began to 
contribute material more quickly and spontaneously. The improvisation 
was the part of the group which allowed each member to bring their 
individual personality, music and creativity. Initially the therapists provided 
the overarching shape for the group's music, using musical elements such as 
tonality, pulse or melody to provide structure and coherence. However, as 
the group progressed and the material provided from the clients increased, 
the therapists did not always need to provide such structure. 

Percussion instruments were introduced by reflecting clients’ sounds (for 
example, Betty’s tapping of fingers on a drum), and then offering the 
instrument to the client for their use. The repertoire of preferred sounds 
developed as the group progressed. For example, we noted that 
Mohammed enjoyed tapping an instrument held on his lap, and offered 
him the guitar, in order that he could feel greater resonance. We placed 
instruments near Phillipa’s feet where she could kick them to make a loud 
sound. 
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Resistance and defensiveness 

Resistance and defensiveness continued to be themes for the group. Some 
group members continued to use defences in order to moderate contact. 
For example, Betty would apparently fall asleep when the therapists’ 
attention was directed towards her (during the hello song), but on watching 
the video was observed to wake up when this attention had passed. Some- 
times Jerry did not want to get out of his chair at the beginning of the 
group and deliberately discarded beaters or instruments that had been 
placed for his use, and Mohammed ground his teeth as though keeping 
himself in his self-stimulatory world. We felt that there was interest in the 
therapists and instruments, but it was challenging for the group to engage 
actively. It took time for group members to feel able to use the instruments, 
and some clients did not play very often. Additionally, once clients became 
familiar with ways of playing or particular instruments, they could find it 
hard to try new things. 

Graham writes about resistance to communication, stating that some 
clients ‘appear to have developed no alternative means of communicating 
and seem determined to shut other people out as much as possible. Their 
evasive or defensive strategies might include shouting, rocking backwards 
and forwards and pushing away anyone who comes too close. An oppor- 
tunity to make a choice could be responded to with anger’ (2004: 25). The 
group offered an alternative means of communicating but also presented a 
challenge to the members. 


Development of the group’s music 

As the group became established and we knew each other better, we became 
more aware of the different types of sounds and other material provided by 
the group members. We noticed Betty’s vocal ‘whooshing’ sound and her 
perfectly timed sniffing - tiny contributions to the musical richness. We 
noticed how she kicked and sounded instruments as if by accident as she 
passed them. Mohammed began to touch instruments much more fre- 
quently, and Betty picked up instruments and began to throw them, 
creating dramatic sounds for the group. Nearly all of the clients developed 
the use of their voices, in their different ways. Phillipa’s singing was 
soloistic and profoundly moving. She was totally at home, fully engaged 
in the process of the group and we wondered if this could be so in any 
other setting. 

We developed our ability to accept varied and different material from the 
group, and to respond to tiny sounds as well as to movement and facial 
expression. In addition, we felt less pressured to play ourselves. We became 
more aware of silence and its place in the musical soundscape of the group. 
The attention and focus of the group developed, and we noticed more alert 
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expressions. Silence no longer felt like a void but had more of an antici- 
patory quality. 

We thought each week about where to place instruments so that they 
could be found and used (for example, so that Phillipa could kick a drum 
and Betty could find instruments to pick up, drop or throw). We were 
aware of the importance of timing. Offering an instrument at the right time 
could make a difference to whether the client would be able to accept it or 
not (akin to Winnicott’s 1971 ideas about object presenting). 


Use of the environment 

As well as developments in music and interaction, there were changes in the 
ways in which the group members could use the environment. It seemed as 
though they felt more able to make an impact upon the physical space. 
Several group members developed their use of body language. For example, 
Mohammed made stronger movements with his arms and legs, and Betty 
often stood up, made a pose, and then sat down next to someone new (her 
choice of companion seemed carefully chosen). There was a growing sense 
that group members were making choices about whether to take an instru- 
ment, play, and where to sit. These quantitative changes were observed 
week by week and helped us as therapists to know that the group was 
changing and developing. 


Changes and developments 

Over the eight months of the group there were many changes. The group 
seemed to offer both a positive experience and a challenge to group 
members, who expressed joy, pleasure, frustration and anger during the 
process of the group. Some group members developed skills and abilities, 
such as intentional vocal communication, and handling and using instru- 
ments. Direct interactions were developed between both client and thera- 
pists and between clients. The therapists did not always need to initiate or 
support interactions, and this indicated greater independence and con- 
fidence in this group setting. Some clients began to bring more physical 
movement to the group and were able to use the instruments in a more 
physical and deliberate way. Despite their profound disabilities the clients 
were able to make music together, and at times individual clients were able 
to lead the music. Some of these changes were also noted in other environ- 
ments by other staff, and have been maintained over time. 

The group became a place where clients appeared to experience profound 
moments of communication and connection. It was often a very energetic 
and exciting experience. 
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Working together 

Each week the therapists spent time after the group discussing the work and 
planning for the next session. We aimed to discuss openly what we each felt 
was happening in the group. Detailed notes including plans for the next 
week were made, and we took time to consider our musical input, dis- 
cussing the different ways that we had played and how we might develop 
this to work with the group. 

Working together allowed us to discuss difficult issues, share thoughts 
and support each other. In the initial sessions of the group, we both 
experienced the challenge of providing meaningful music when we had 
little material from the group to work with. When one therapist was away 
and the other ran the group on her own, it felt hard to manage the 
practicalities of the group and provide a musically containing environment. 
Paradoxically, it seemed more essential to have two music therapists in this 
group, where there was little music, than in other groups where music was 
plentiful. 

We reflected on the roles of the therapists and the ways in which these 
changed. Initially we felt responsibility to provide music for the group, and 
we thought about this and the feelings that arose when we sat in silence. We 
discussed what we thought should be happening and the expectations we 
needed to lay aside to allow the group to develop in its own way. We also 
shared the impact the group had for us: admiration, humour, frustration, 
anger and sadness were emotions that we experienced in the work. 
Sinason’s quotation is apposite here: 


Although we are all disabled in different ways there is a major quali- 
tative difference in the psychic experience of severe learning disability. 
To deny the emotional experience of this difference is to handicap any 
possible treatment. This means coming to terms with the guilt of not 
being learning disabled. 

( 1999 : 446 ) 


After the ending 

Following the group, reports were written and the therapists met with key 
workers and fellow professionals to discuss the work that had taken place, 
and any recommendations. Some recommendations related to activities that 
could be developed by care staff (e.g. intensive interaction, musical and 
sensory activities). Others related to the timing or process of engaging a 
client, or the environment which seemed to help participation to occur. 
Another group was run a year later and carers were encouraged to re-refer 
clients where this was felt appropriate. 
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Chapter 9 


Looking in from the outside 

Communicating effectively about music 
therapy work 

Ben Saul 


Introduction 

In a thoughtful commentary on Britain’s relationship with its disabled 
population, Ian Dury typifies a British tradition of satire in his song 
'Spasticus Autisticus’ (1981). He criticizes a society celebrating the year of 
the disabled child whilst ignoring the actuality of many disabled people, 
reflexively ostracized by their local communities and denied any meaningful 
control over their own lives. Twenty-four years on, the sculpture of Alison 
Lapper, naked, pregnant and disabled, presides over the northwest corner 
of Trafalgar Square sparking a fresh debate on society’s relationship with 
disability. People with learning disabilities are still having to demand 
recognition as people who are able to communicate their strength, survival 
and a ‘relentless need to be taken seriously’ (Ritchie 1993a: 91) where those 
around them allow it. 

Those around them are encouraged to develop a person-centred approach 
to planning services as a ‘mechanism for reflecting the needs and preferences 
of a person with a learning disability . . . based on social inclusion, civil 
rights, choice and independence’ (DOH 2001c: 49). It is expected that all 
professionals, including music therapists will engage in person-centred 
planning with ‘people with profound and complex disabilities [who] may 
have difficulty communicating their needs and wishes’ (p. 101). This 
individual planning can be achieved through the delivery of a continuously 
improving, evidence-based and quality service run by skilled, trained and 
qualified staff working in partnership with all other relevant services (p. 26). 

What are the possible implications for music therapists engaging in this 
way of working? One implication is likely to be that allied professionals and 
carers working with this client group may begin to ask the following 
questions of music therapists: 

• Does music therapy intervention support social inclusion? 

• Does music therapy develop a service user’s ability to be in control of 
their life and make life choices? 
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• Is there evidence of music therapy services having a significant role in 
improving health for these people? 

• Does involvement with music therapy positively affect staff perform- 
ance in learning disability services? 

Can music therapists engage in a debate around these questions with their 
fellow professionals and find opportunities to develop the services they 
offer? Historically, music therapy practice developed in response to the 
introduction of new philosophies of care. As Bunt recalls, initially the 
experience of music therapy ‘could do nothing but good’ for any client 
group. Gradually ‘more systematic reasons for referral were itemized’ 
(1994: 9). Music therapy has to keep reviewing its identity in order to 
‘indicate its efficacy and hold its own in the open market place’ (p. 160). 

Recent research conducted by this author examined the provision of 
music therapy for service users of an organization working with adults with 
learning disabilities in South East London (Saul 2004). Staff were asked to 
complete a questionnaire to answer the following questions: 

• Is music therapy an effective and valuable clinical intervention for 
people with severe learning disabilities and challenging behaviour? 

• Do service users benefit from the music therapist’s multidisciplinary 
approach to working? 

• Could other professionals understand their clients better through 
understanding the benefits of their music therapy input? 

• Would service users gain a clear extra benefit from this association? 

For those looking in from the outside in this organization, an under- 
standing of what clients were engaged in and achieving in music therapy 
could only come about if the music therapist was able to communicate 
effectively about what was taking place. The ability to communicate with 
other key workers has been recognized as an important aspect of the work 
of music therapists for many years (Moss 1999; Ritchie 1993a; Toolan 
and Coleman 1995). Where person-centred approaches are being adopted, 
communicating effectively about music therapy work becomes an intrinsic 
part of the clinical process. If clients are better understood because staff 
awareness and understanding is enhanced through music therapy input, the 
efficacy of music therapy can be judged in a new, evidence-based way. 

The questionnaire 

Professionals and carers involved with the music therapy service completed 
a questionnaire, which aimed to find out how they thought music therapy 
had affected the lives of the service users they worked with. Those who took 
part in interviews included front line care staff, management staff, members 
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of the local primary care trust and allied health professionals, including 
speech and language therapists. This represented all staff who had been 
involved with music therapy, meaning that a complete population study 
was conducted (Oppenheim 1992: 44). Staff were invited to progressively 
focus on aspects of the lives of service users and the value of music therapy 
intervention for them. They were also encouraged to talk freely about their 
hopes for service users experiencing music therapy. The following themes 
were explored in the questionnaire and interviews. 


Control and communication 

Staff were asked for their perceptions of the ability of service users to 
actively plan and be in control of their lives, and how they felt music therapy 
could support this. Respondents mostly felt that service users needed to 
experience increased levels of control through being better supported by 
staff and improving their communication skills. The need for clients to 
develop confidence was a common theme in responses. One member of staff 
considered that their clients being more in control of their lives meant 
having a greater ability to influence the dynamics of the relationships they 
were in and, for example, gain ‘ownership of a role in their family’. 

It was considered that music therapy gave service users an experience of 
being in control in a therapeutic relationship, allowed them to ‘develop 
communication’ and ‘find new ways of expression’. A number of staff felt 
that developing relationships in a safe and non-judgemental environment 
encouraged service users to become more confident in their relationships 
in the wider world. One person suggested that as a relationship developed 
in music therapy, service users were being helped to ‘take a fully active 
part in [their] life’. 

This comment resonates particularly with Ritchie’s work, referred to in 
the introduction to this chapter, where she shows that people with severe 
learning disabilities and challenging behaviour can be worked with in the 
music therapy relationship by looking at challenging behaviour as not just 
negative and destructive but as a communication of strength, survival and a 
‘relentless need to be taken seriously’ (1993a: 91). Where the music therapist 
interprets the actions of service users, either musically or verbally, as part of 
the music therapy process, a relationship is built between therapist and 
client that supports change from institutionalized lifestyles, enabling service 
users to become ‘more spontaneous and free thinking people’ (p. 101). 


Sharing knowledge about social communication 

Whilst music therapists have a responsibility to communicate directly with 
those outside the session about the work in music therapy, we might ask if 
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they can also make communication between client and carer easier? Kevan 
argues that challenging behaviour occurs when there is a mismatch between 
the poor receptive language abilities of the person with learning disabilities 
and the expressive communication of others. Kevan observes that ‘it is 
reasonable to suggest that the partner without communication disability is 
better placed than the adult with a learning disability to learn and imple- 
ment new communication strategies’ (2003: 76). Kevan suggests a useful 
shift of research focus that could take place. Examining the roles of people 
who care for service users may help to understand the roots of behaviours 
described by Bell and Espie as those that ‘challenge services’ (2002: 19). If 
staff are responsible for establishing what Kevan refers to as the communi- 
cation environment, ‘the extent to which the communication environment 
matches the receptive abilities of the individual may have an impact on the 
frequency of behaviours that lead to access to, or escape from the experi- 
ence of communication for the individual’ (2003: 76). 

Enabling more productive communication between client and carer is not 
a simple task, but one that could improve the communication skills and 
confidence of individuals, leading to an increase in ‘the range and frequency 
of their behaviours rather than increasing or decreasing selective aspects of 
their repertoire of behaviours and abilities’ (Macleod et al. 2002: 36). 

The reality for people with severe learning disabilities and challenging 
behaviour is that greater social inclusion and control in their lives cannot 
happen without the development of some personal abilities that enable 
them to be properly equipped to access their community. For many of these 
service users there is a primary need to learn and develop basic inter- 
personal skills. In order for this to happen professionals working with this 
group also need to develop their own interpersonal skills and abilities, 
much in the way described by Kevan, to directly meet service users ‘level of 
receptive communication skill (capacity to understand)’ (2003: 79). Music 
therapists clearly have the necessary abilities to develop a significant role in 
the training and supervising of staff seeking these skills, as suggested by 
Graham (2004), Sinason (1992) and described by Toolan and Coleman 
(1995: 20). 


Social functioning 

Through the questionnaire, staff perceptions of service users’ social needs 
and potential were gained, as well as the ways in which they felt music 
therapy could provide a tool to develop social functioning. Workers felt 
strongly that service users needed to improve their social presence, be more 
active and have a more positive social experience in their lives. They con- 
sidered that this could be achieved in a number of ways, dependent on the 
abilities of individual service users. Thus, improvements in social func- 
tioning ranged from service users spending more time with each other, to 
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others being encouraged to take opportunities in the community through 
the increased use of public transport. 

It was reported that music therapy could support improved access to the 
community, and increased community activity. The nature of the music 
therapy session, aimed at responsively involving participants, was seen to 
stimulate activity, a sense of self, responsiveness to others and a platform 
for social exploration, within and outside of the sessions. As one respon- 
dent commented, music therapy ‘helps them to be more valuable and 
participate in their community’. 

Whether the traditional boundaries of an individual’s community 
consisted of their home, the day centre and the bus that took them in 
between, or the whole of South East London, music therapy helped staff to 
think about ways that boundaries could be extended or social experience 
could be enriched. One respondent, thinking about two particular clients 
she worked with, was enthused about the staff- and client-led music that 
now took place at the community home they shared following music 
therapy. With regular soirees around the karaoke machine, music under- 
pinned the everyday experience in the house and housemates could be 
‘involved in their own entertainment and celebrations’. However, music 
therapists cannot solely focus on the social needs of people with severe 
learning disabilities and challenging behaviour. Those with the most com- 
plicated emotional problems cannot easily be accommodated in sessions if 
music therapy is set up solely as a social activity session (Hooper 2002: 
167), and involvement in music cannot easily be shown to improve social 
skills (Duffy and Fuller 2000: 87). 


Sharing knowledge about social potential 

Graham’s work with learning disabled adults preparing for ‘integration in 
the community’ (2004: 24) shows how the music therapist can also engage 
with the emotional world of people she describes as ‘pre-verbal and non- 
verbal’ in order to develop community presence. Framing this work in 
theories of interaction and communication in child development, Graham 
considers the challenges that face care staff in responding appropriately to 
the difficulties or barriers to communication. 

One of her conclusions is that music therapists may be usefully employed 
helping staff to become more aware of ‘the various nonverbal ways of 
communicating employed by their service users’ (2004: 27). Graham 
acknowledges that it is more difficult to maintain multidisciplinary links 
working in community settings, and she states that for community staff ‘it 
is more important than ever for therapists, consultants, key workers, and 
other staff to maintain links with each other and to ensure that they are 
pooling their skills and resources instead of working in isolation’ (p. 27). 
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Where emotional connections between the music therapist and service 
user are seen by staff (such as those defined by Watson 1998: 90) it is easier 
to explore service users’ social needs, both in sessions and when planning 
further interventions with staff. Music therapists can usefully involve care 
staff in the thought processes and clinical experiences that shape their work. 
Sinason raises the concern that ‘the profoundly multiply handicapped 
individual can exist in a double vacuum where his or her own sense of 
bereavement and isolation is matched by the outside world’s indifference, 
fear or hostility’ (1992: 208). In the case of the organization taking part in 
this research project, Sinason’s outside world is populated both by those 
who completed questionnaires, and local communities in a broader sense. If 
the music therapy process can allow therapist and client to safely explore 
the emotional world, the music therapist is well placed to communicate 
with those outside about the conditions a learning disabled person is living 
in. When staff considered the efficacy of music therapy in providing better 
health, the impact of the intervention on emotional functioning was con- 
sidered significant. 


Better health 

Staff commented on the way they felt music therapy could help service 
users lead healthier lives. They felt that the development of emotional 
expression and emotional self-management would help service users to lead 
a more healthy life, and music therapy was felt to support healthy living 
because it supported physical, social and emotional development. In parti- 
cular, those that had attendant difficulties, such as sensory impairment or 
physical disabilities, were felt to be having their health needs met in music 
therapy. 

Ross and Oliver assess aspects of emotional functioning of adults with 
severe and profound learning disabilities from a health perspective using a 
psychometric measure for depression and quality of life. They acknowledge 
that ‘indirect methods are the only means available for investigating mood 
and emotions in individuals with severe learning disabilities or no expressive 
language’ (2003: 89). Music therapy, particularly as presented in Toolan and 
Coleman (1995), Watson (2002) and Saul (2004) could be promoted as a 
method for investigating mood and emotions and engaging depressed 
clients, particularly those with no expressive language. 


Sharing knowledge about music therapy 

Music therapy must be commissioned as a ‘specialized treatment that offers 
clients a way to address problems in their lives’ (Watson 2002: 102). It 
needs to be consistently presented to other professionals as primarily a 
health service and not the music activity session or lesson most expect. By 



118 Ben Saul 


the end of this project, music therapy was consistently referred to as a 
therapy and the client’s experience was referred to in terms of development 
where clients were felt to progress in aspects of their functioning. 

People with learning disabilities must be provided with a health service 
that is designed around their individual needs. If music therapy is perceived 
as being able to improve the emotional language skills of service users and 
effect change in the lives of service users outside music therapy sessions, it 
can be regarded as an extremely versatile health intervention based on core 
values of engagement with service users at an emotional level. 


Partnership working 

Responses to the questionnaire showed that staff felt partnership working 
was a valuable tool that can be utilized to provide a better service for their 
clients. Some respondents felt that the experience of not only clients but 
also staff in music therapy led to more effective working relationships being 
established between staff and clients. One staff member commented on the 
clear communication from the therapist about how others were expected to 
behave in and around music therapy sessions. This was felt to lead to a 
consistency being developed around the experience of music therapy for 
client, staff and music therapist. 


Communicating effectively 

The lack of an appropriate and considered response to the communicated 
needs of people with learning disabilities potentially denies them their right 
to have basic social and emotional needs met, even when professionals 
might feel they are doing a good job: 

Cleaning people’s mess continuously, as a way of not managing to stay 
with their emotional experience is only the flip side of shouting at them 
aggressively. Being close to something that has gone wrong is a 
permanent reminder of the frailty of the human body and mind. Where 
staff are not helped to deal with that there is no possibility of an 
attempt to link the incontinence to any emotional disturbance or to 
anger or depression. There is no attempt to think of a behavioural 
programme or provide such facilities as art or music or drama therapy. 

(Sinason 1992: 208) 

Arthur (1999) and Brown and Smith (1992) argue for the provision of 
psychological consultation to staff responsible for the care and support of 
people with learning disabilities. Arthur (2003) argues that such support 
‘facilitates [service users’] emotional development, improves staff-client 
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relationships, decreases symptomatic behaviour and helps improve quality 
of life' (2003: 28). 

Bell and Espie (2002), looking at the complex emotional relationships 
front line care staff have with both service users and their management (the 
social context where challenging behaviour mostly exists), suggest that it is 
critical to ensure all such relationships remain positive and supportive so 
that a healthy social environment can be maintained for service users. They 
recommend that studies might be commissioned that examine individual 
staff members' feelings towards service users in relation to how effectively 
they feel they cope with service users. 

Saul’s study (2004) shows that through experience of music therapy 
sessions, a wide range of professionals felt they could develop a better 
understanding of the benefits of music therapy for service users and also 
service users’ broader relationship with their environment. This implies that 
music therapy can be used as a partnership working resource that can 
develop more ‘appropriately skilled, trained and qualified’ professionals 
and develop ‘a better understanding of the needs of people with learning 
disabilities amongst the wider work force’ (DOE! 2001c: 26). 

Conclusion 

Does music therapy intervention support social inclusion? Does music 
therapy develop a service user’s ability to be in control of their life and 
make life choices? Is there evidence of music therapy services having a 
significant role in improving health for these people? Does involvement 
with music therapy positively affect staff performance in learning disability 
services? 

Developing the emotional expression and emotional self-management 
skills of both clients and staff allows music therapists to show that they can 
offer a service that is beneficial to people with learning difficulties, and can 
therefore answer these questions positively. 

Clearly, developing increased community presence for people with severe 
learning disabilities and challenging behaviour is the best way that society 
at large can be encouraged to reassess how welcoming local communities 
are for people with disabilities. Developing more opportunities for service 
users to be in control of their lives and involved with planning their future 
allows people with learning disabilities to realize that professionals are 
working with their best interests at heart. Meaningful relationships can be 
established over time between service users and sensitive professionals 
throughout their lives, and person-centred approaches help to facilitate 
this. Person-centred approaches need to be developed in conjunction with 
clinical interventions such as music therapy, that aim to increase both the 
communicative potential of people with disability and the communication 
abilities of the professionals working with them. 
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Bunt (1994) described the need for music therapists to develop ‘solid 
outcome work, indicating changes related to objectives across many para- 
meters’ that would lead to areas of research involving deeper levels of 
analysis (p. 164). Staff responding to this study gave a clear indication that 
music therapy could support their clients in gaining greater access to their 
wider communities and experiencing more opportunity and control in 
planning their lives. 
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Chapter 1 0 


Multidisciplinary working and 
collaborative working in music 
therapy 

Karen Twyford and Tessa Watson 


Introduction and literature review 

Professionals will join a team only if they perceive it to be in their 
interest to co-operate or at least in the client’s interest for some kind of 
co-ordination. 

(Ovretveit 1993: 5) 

With this quotation in mind, it is interesting to consider that many music 
therapists think it important to be employed as part of a multidisciplinary 
team. Hills et al. (2000) established this in their study, showing it is possible 
that music therapists can gain satisfaction from working with colleagues 
from different backgrounds and that a greater sense of personal accom- 
plishment can be provided by working as part of a multidisciplinary team. 
Eisler confirms this further when she writes that music therapists can ‘draw 
sustenance and support from the combined or individual wisdom of the 
members of the team, with opportunities for growth and a shared under- 
standing of common problems’ (1993: 23). Although there will inevitably be 
sources of pressure in teamworking, Hills et al. (2000) identify that working 
in a team, feeling appreciated by others and gaining support from col- 
leagues are significant rewards for the music therapist. All of this indicates 
that considerable personal benefit can be gained from being employed 
in a multidisciplinary team. These themes will be expanded in the multi- 
disciplinary discussion in this chapter. 

In comparison to other professions music therapy is relatively new to 
multidisciplinary working. This has meant that music therapists have had 
to work hard to defend and validate their work and position within the 
team and this dedication has been positive for the profession as advocated 
by Eisler (1993). In striving for recognition music therapists have achieved 
accreditation alongside a multiplicity of professions registered with the 
Health Professions Council. However, music therapists still feel that they 
have to gain acceptance to be a part of the multidisciplinary team and this 
can only be achieved when music therapy is valued, understood and proven 
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effective (Eisler 1993; Odell-Miller 1993). An important question is how it is 
possible to achieve this, for as Jacobs (2000) concludes in her study, music 
therapy is not often fully understood by other members of the multi- 
disciplinary team and potential referrers to music therapy. Odell-Miller and 
Darnley-Smith (2001) believe that it is perhaps through co-working with 
other professions that the process of the work of music therapists is con- 
solidated. This suggests that collaborative working can encourage a greater 
understanding of the role of music therapy and should be considered by 
music therapists working in teams. 

It is evident that the combined efforts of a multidisciplinary team can be 
of great benefit to the client, although this can be difficult to achieve at 
times (Watson et al. 2004). A greater understanding of clients can be 
achieved through the contribution of specialist knowledge from various 
professions, including insights from music therapy (Durham 2002; Ritchie 
1993b). Additionally, the sharing of different perspectives and skills within 
the team will benefit the professionals involved (Watson 2002). Multi- 
disciplinary teamwork can offer the music therapist many possibilities for 
extending clinical work. However, it can raise significant issues for some 
music therapists. While it is important to demonstrate to the team the 
potential of music therapy and how it can work, the right balance of 
multidisciplinary teamwork is essential to ensure that client boundaries and 
confidentiality are not impinged upon (Odell-Miller 1993; Ritchie 1993b). 

Considering these issues, we can see that music therapists undertake 
successful multidisciplinary teamwork at four levels. The most fundamental 
of these is the communicative level, where the music therapist liaises with 
other professionals to share important information regarding a client. At 
this level music therapy intervention is distinct from other services offered. 
However, many music therapists suggest that team members may share 
ideas and use a common language to discuss and compare therapeutic 
changes (Aldridge et al. 1990; Aldridge and Aldridge 1992; Smeijsters 1993). 

At an interactive level music therapists work collaboratively with other 
team members towards shared aims and objectives and sometimes these 
may be in addition to their music therapy aims. They may also work in 
parallel with other therapists or professionals with sessions provided separ- 
ately in each medium but planned to include similar themes (Zagelbaum 
and Rubino 1991; Goldstein-Roca and Crisafulli 1994). 

Multidisciplinary teamworking at a facilitative or observational level 
occurs when team members from different professional backgrounds are 
present in sessions together, but one therapist leads the session. Therapists 
functioning at this level may find their roles change depending on which 
modality they are working in (Watson and Vickers 2002). While the client 
only experiences one medium at a time, the presence of a therapist or 
professional from a different discipline will be influential. Working at this 
level is also useful for observational reasons which may include the 
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interpretation of responses or the education of others (for example, 
demonstrating the potential of music therapy with shared clients). 

Music therapists working at a fully integrated level combine their 
approaches with other professionals and work simultaneously with different 
disciplines and professions to provide a unique combination of therapeutic 
intervention for the benefit of clients. There is a shared purpose which has 
the potential to provide a meta-perspective (Wilson and Pirrie 2000). The 
advantages of multidisciplinary teamwork at this level can be described as 
complementary, successful in stimulating fresh and creative approaches and 
for providing opportunities for communication and shared interaction to 
happen (Slivka and Magill 1986, cited in Decuir 1991; Finlay et al. 2001; 
Kennelly et al. 2001; Walsh Stewart 2002). Working at this level also pro- 
vides the opportunity for music therapists to learn about other approaches 
and question, adapt or reinforce their own techniques (Walsh Stewart 2002). 

We can see from these four different levels of multidisciplinary work that 
there are many reasons why music therapists employed in teams consider 
multidisciplinary working at different levels. 

Benefits and challenges of multidisciplinary 
clinical work 

It is probable that the majority of music therapists will work as part of a 
multidisciplinary team at some point in their career. They will discover that 
multidisciplinary working with other colleagues at a variety of levels is 
essential for effective practice and survival within the team. In this part of 
the chapter we consider both the benefits and the issues that challenge the 
music therapist and the profession of music therapy when employing 
multidisciplinary approaches within clinical work. The following ideas are 
formed from data collected for a research project undertaken in 2004 
(Twyford 2004; Twyford and Watson in press). 

Ultimately, multidisciplinary clinical work provides a holistic approach 
and benefits the client. The sharing of specialist knowledge from more 
than one discipline can provide a greater understanding of clients. If under- 
taken with clear planning and specific purpose, a multidisciplinary approach 
ensures the coordination of appropriate input, and can also provide con- 
tinuity of care, which is imperative for client change and progress. In some 
instances, it is appropriate to use multidisciplinary work as an assessment of 
needs in preparation for ongoing therapy. In addition, the process of joint 
working draws attention to other aims of the multidisciplinary team and 
these may be incorporated into future music therapy work. 

Multidisciplinary clinical work can be useful both in establishing a new 
music therapy service within a team, and in consolidating an existing music 
therapy service by assisting others to gain a greater understanding of the 
discipline and the way in which it relates to their own discipline through 
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first-hand experience. Working in this way can promote openness among 
team members, assisting in the creation of clear communication channels, 
support for those in isolated positions and the resolution of issues of 
conflict with colleagues. A more cohesive and efficient service can ensue 
when colleagues from different professions are familiar with what others 
can offer. The experiential nature of multidisciplinary clinical work not 
only provides an insight into the work of others but also helps the music 
therapist to realize new perspectives for their own work, thereby promoting 
the development of professional skills. At a functional level multidisci- 
plinary clinical work can provide the music therapist with a sense of 
identity and belonging which is imperative to teamworking. 

However, multidisciplinary clinical work will inevitably raise issues 
relating to therapeutic boundaries and the identity of the music therapist 
and the profession of music therapy. It will require the music therapist to 
assume different roles within the collaborative partnership which may be 
challenging. The aim is therefore to create a fluid professional relationship 
so that the identities of the professionals involved are not obscured and 
professional boundaries are observed. This generates a sound understand- 
ing of each profession concerned and greater scope for reflection. 

On a personal level multidisciplinary clinical work can be stimulating, 
refreshing, complementing and enriching for the music therapist. Working 
closely with other professionals can help music therapists to cope with the 
emotional impact of their work as a shared understanding amongst col- 
leagues is generated. Ideas and approaches learnt from other professionals 
can be incorporated into music therapy practice by adapting techniques 
learned and using them in a musical way. The challenges that arise from 
multidisciplinary clinical work can be viewed as positive and can allow the 
individual to develop both professionally and personally as a music thera- 
pist. Although many music therapists employ these approaches and view 
them as crucial to their work and the development of the profession, issues 
of professional protectionism inhibit others from exploring the innovative 
potential of multidisciplinary clinical work and the possibilities it generates 
for the field of music therapy. 

An ever-changing working culture indicates that it is necessary for music 
therapists to employ new and creative techniques and approaches in order 
to survive. The exposure that multidisciplinary clinical work provides is 
vital in realizing the potential of music therapy and this may lead to the 
creation of new positions, extended working hours in existing positions and 
an increase in referrals from other professions. However, one of the greatest 
benefits that multidisciplinary clinical work brings is to gain acceptance and 
raise the profile for the profession of music therapy. These ideas are now 
illustrated through the presentation of a multidisciplinary dialogue between 
team colleagues, who discuss their understanding of the nature of music 
therapy and the way in which the profession contributes to a team. 
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A multidisciplinary dialogue: the role of music therapy 
in a team 

This dialogue, taken from a live discussion between five members of a 
community learning disability team, gives an insight into the ways in which 
health professionals from four disciplines view music therapy and work 
with the music therapist in the team. The professionals involved in the 
conversation are Alison (speech and language therapist), Manga (con- 
sultant psychiatrist), Sheila (community learning disability nurse), Brian 
(clinical psychologist) and Tessa (music therapist). They have had various 
degrees of contact with each other in the team, ranging from multi- 
disciplinary discussion to collaboratively running groups. 


Contact with music therapy 

Sheila-. I’ve certainly learnt a lot about music therapy since working in 
learning disabilities. 1 feel that it has a large part to play in 
learning disabilities as it’s so important for people who are non- 
verbal. The main reason is to enable communication and express 
emotions. 

Manga-. I insisted we have a music therapist [in the team], because that was 
the first time that I was asked ‘what therapists would you like to 
have?’ and 1 said music therapist, definitely one of them. But I 
wasn’t that sure that we would get one! 


Sharing our different perceptions of what music therapy is 

Sheila-. I would say that the first thing a music therapist does is to develop 
a therapeutic relationship with that person, and enable them to 
express their inner, conscious and unconscious thoughts and 
feelings. 

Alison-. I could say something completely different - that it’s about 
creating a space and an opportunity. You put together this group 
in this room, with the instruments, and then you facilitate the 
communication that can occur, and then in addition, there’s all 
the emotional side of it. 

Brian : I think it’s about holding people’s emotions, providing a place for 

them to release their feelings; then acknowledging them, accepting 
them and reflecting them back through music to validate their 
experience. 

Manga-. Sometimes you can’t talk to patients to find out how they are 
feeling, so their inner world is accessed through art and music - 
they can express that very much. Even people who don’t know 
about music, when they touch a musical instrument or come to 
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music they can respond. I think that, especially for learning 
disabilities, it’s an important area isn’t it? Also, there are no side 
effects, there are no negative things about music therapy! Because 
of our disciplines and the way we think, we all look at it differ- 
ently, don’t we? For me it’s about accessing the thoughts of the 
person’s inner world, thinking about their mental state, and it’s 
useful for me to know how they can express that (without being 
asked all these questions ‘What are you thinking?’ ‘Are you 
hearing voices?’ ‘Is something bothering you?’). 

Alison : That’s something that did strike me in the group [Alison and Tessa 
have run a Music and Communication group together], that people 
are completely unpressured, on the whole, whereas when we’re 
doing our assessments, we need to prompt people so that we can 
see them at the top of their ability. In the music therapy setting 
you can play around with all sorts of aspects of the group in order 
to allow people to express themselves more, but it’s completely left 
to the people to use that or not, there is so little pressure on 
people that it really helps them to use the situation. 


How do you think music therapy is different from other 

disciplines? 

Sheila: Well I can give a very clear example where I have a client with 
elective mutism, referred to psychology for therapeutic interven- 
tion but who wasn’t able to use that approach because they didn’t 
communicate verbally. And this client would have really benefited 
from music therapy - unfortunately there were other issues so she 
didn’t attend, but there wouldn’t have been any problems with her 
using music therapy. 

Tessa : It’s very non-threatening in that way, do you think? 

Sheila : Definitely. 

Alison: You haven’t got to talk, and you haven’t got to learn anything. 

You’re not teaching people to play the instruments - when I was 
in the group, I was always wanting to try different things, but it’s 
not always about that, is it? 

Sheila: And maybe for a client the difficult intensity isn’t there, say if you 
had to walk in, and you were face to face with a therapist, as 
opposed to having musical instruments which might be easier to 
use. Obviously, part of your role is to work with issues like low 
self-esteem, gaining eye contact, etc., but initially, somebody could 
come in and work in music therapy without making eye contact, 
etc. - whereas that’s very difficult in a verbal or more traditional 
therapy. 
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Manga\ Some highly autistic people who won’t have any contact with 
people, they can interact with objects, which they can't do with 
people, so for them, it’s good, it’s the only kind of therapy one can 
offer, if nothing else can work. And for people with profound 
disabilities, it’s such an achievement, if they make music it’s their 
own creation. That’s very important. 

Brian-. Yes, it’s different because people are creating something very 
tangible, and it’s being created with another person’s accompani- 
ment - and that’s a different type of relationship than they might 
have with anyone else in their life. 

Alison-. In terms of differences, a lot of what the other disciplines are 
doing is quite verbally based isn’t it? There’s also a difference 
between what most of speech and language therapy does and what 
music therapy does in that on the whole our work is a lot more 
specific (for example, looking at a communication chart, or using 
signs and symbols), but what someone is getting from music 
therapy is the time and the space and the quality of interaction. 
And they can get used to that, the fact that it’s going to go on for 
a certain amount of time. And certainly what we did in our group, 
although there were aims, the feeling was very much about here 
and now, and what’s happening, and we’ll see what happens. 

Manga-. It’s much more psychotherapeutic, there’s a free flow, free 
ventilation of issues. 

Alison-. And it’s whatever the person decides to bring to it, because 1 feel 
we’re often setting the agenda, we go in and do a particular piece 
of work, whereas in the music therapy group the feeling was not 
that at all, it’s about here’s a group of people and what do they 
want to happen, really, with some structure and thought about 
what they might need and how to structure the group. 


What role does music therapy fulfil in a team ? 

Alisorr. As well as music therapy, in the training work that you’re doing, 
like the intensive interaction training, you’re helping other people 
to provide - not the same, but similar - opportunities, more 
frequently. So you’re sharing skills, and hopefully service users are 
then given more opportunities where they can set the agenda, do 
what they want to do, lead an interaction etc. Which is great. 

Tessa : So hopefully that quality of contact we were talking about gets 

spread a little. 

Sheila-. Also, you come to multidisciplinary team meetings, and share, not 
just the dynamics of the music therapy but also positive things 
about your relationship with the client, and contribute to the care 
plan on things like social issues, because you know that individual 
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very well. You might know them better than anyone else, in fact it’s 
very likely that you would. So it’s not just music therapy, but . . . 
Manga : - teamworking! [All laugh] 

Brian-. I remember when you brought the team into your therapy room 
and we all sat and played music and made sound and you played 
back to reflect the team’s music. 1 always thought that this was a 
profound experience and it brought the team together for those 
ten minutes. 1 wonder what potential there is for music therapy to 
help teams to be together, to connect and to reflect. I wonder if it 
was done on a regular basis whether some of the processes - 
conscious and unconscious - of the team could be considered? 

What are effective ways of music therapists sharing information 
about what they do? 

Manga\ We have had really good workshops with you. 

Tessa'. That seems to be a good way to know about what happens in 
music therapy, because I can talk about it, but perhaps you need 
to experience it. 

Manga\ Oh yes, practical experience is definitely important. 

Alison-. Thinking about sharing knowledge and expertise, several joint 
groups have happened. You have worked with several of the 
speech and language therapists, and with the physiotherapist - I 
think that’s such a worthwhile way of working. It’s quite time 
intensive I guess but on the other hand it felt really worthwhile, 
bringing the two different ways of working together in a group. 

Reflection on multidisciplinary discussion 

This dialogue brings to life the ideas about music therapy and teamwork that 
were introduced at the beginning of the chapter. These colleagues talk about 
their belief that music therapy provides a non-pressured, nonverbal place for 
clients to build a relationship and develop their skills in the area of com- 
munication and interaction, as well as to work on specific emotional issues. 
They also state the value of working collaboratively with colleagues, and of 
providing knowledge and training (through music therapy and, in this case, 
intensive interaction workshops) in order that colleagues have an under- 
standing of what clients will experience in music therapy, and to extend care 
workers’ skills. The next part of the chapter considers what can happen in 
collaborative working between music therapists and other disciplines. 

Collaborative working with other disciplines 

Music therapists working in the area of adult learning disability engage in a 
significant amount of multidisciplinary and collaborative work. Hooper 
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et al. state that ‘as music therapists working with clients who have a 
developmental disability, we need to broaden our conception of music 
therapy and acknowledge the significant role that it can play when joined in 
therapeutic work with other modalities’ (2004: 21). Within the remit of the 
NHS, many music therapists work in adult learning disability teams, with 
colleagues such as community nurses, occupational therapists, psycholo- 
gists, physiotherapists, speech and language therapists, psychiatrists and 
care managers. Much of their work may be described as communicative or 
interactive (see p. 122). For example, a psychologist may work with a family 
providing advice about the management of difficulties, whilst a music 
therapist works individually with the client. A community learning dis- 
ability nurse may provide input and support for specific health issues whilst 
a music therapist works with the client in a group setting on the resulting 
emotional and communication issues. Music therapists also work at a 
facilitative or integrated level with a variety of disciplines (including other 
arts therapists). The focus of this collaborative work will depend upon the 
needs of the clients, and the combined skills and goals of the collaborating 
professions. The roles of the therapists may be decided by the particular 
interests and experience of the workers, as well as their different areas of 
expertise. Thus there are many possibilities for combining expertise, clinical 
strategies and personal experience and approaches when working in this 
way. Two examples of collaborative clinical work are now given. 


Art and music therapy group 

This author has undertaken various collaborative projects with art therapy 
colleagues; some of this has been documented elsewhere (Watson and 
Vickers 2002). The work described here was undertaken in a group setting 
over approximately 25 sessions. The groups were constructed following 
referrals for clients around similar issues. Each group had a specific focus, 
such as managing anger, or loneliness and isolation. The first 12 therapy 
sessions were music therapy, followed by 12 of art therapy, with a visit to 
an art gallery in between to view images related to the theme of the group. 
The mediums of art and music were therefore used separately, rather than 
being combined. Other arts therapists have worked with the arts mediums 
used simultaneously. In the music therapy sessions, group music making 
was encouraged to share and express feelings related to the themes of the 
group. In the art therapy sessions, individual image making and occa- 
sionally group image making were used to enable clients to represent and 
explore their experiences. 

Prior to the group the therapists discussed how they might run the 
sessions together, and decided upon an approach where the therapist whose 
art medium was being used would lead the session, with the other acting as 
co-therapist. This approach allowed each therapist to fully utilize their 
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expertise in their particular medium. Whilst the therapists found that they 
had much in common in their training backgrounds and in the way that 
they might think about the work or run a session, it was useful to discuss 
theoretical and practical approaches and to find out more about the simi- 
larities and differences between the two professions. This process of 
discussion enabled both therapists to feel more confident working together, 
and also meant that they learnt more about the other profession. 

Working together in this way provided clients with a rich therapeutic 
experience of two mediums, with the benefit of two therapists thinking 
together about the process of therapy. Additionally, it provided the thera- 
pists with a supportive and rewarding learning experience which deepened 
their understanding of the similarities and differences between the two 
disciplines, and of how each might help clients. 


Music and communication group 

This group was run jointly by a music therapist and speech and language 
therapist. It was set up to address issues of communication and interaction 
for clients with severe learning disabilities. The group ran for ten weeks and 
aimed to provide opportunities for clients to develop skills in the following 
areas: 

• find different ways to greet, be with and say goodbye to each other 

• interact freely with others 

• gain attention and initiate contact 

• make choices (say yes and no, choose instruments) 

• share experiences with others and develop greater awareness of others 

• express individual personalities and feelings. 

These aims were met through the use of music, talk and Makaton sign 
language. 

The therapists spent time considering their roles. In order that they felt 
confident about the smooth running of the group, a structured session plan 
was devised, including timings for each part of the session, which clearly 
detailed which therapist would run which part of the group. This was found 
to be very helpful at the beginning of the group process. As the group 
progressed, the therapists found themselves more confident in expanding 
their roles a little, and the speech and language therapist became more 
involved in the musical parts of the group, with the music therapist engaging 
more in the sections that involved Makaton and communication skills. 

The common areas of expertise of the workers in this group were clearly 
in the areas of communication and interaction. Each worker valued the 
different skills of the other. For example, the music therapist valued a 
targeted approach to communication which provided a useful structure and 
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focus for the group, and helped to measure progress for each person. The 
speech and language therapist found the non-directive and non-verbal 
approach of the music therapist allowed possibilities for communication 
and interaction to emerge naturally and with little pressure. 

Guidelines for good multidisciplinary practice for 
music therapists 

Successful collaborative multidisciplinary work results when the team gains 
an awareness of what music therapy is and how it can complement the roles 
of other team members, within a collaborative environment. An ability 
to work with others is essential, although the type of working will vary 
depending upon the culture and personalities in the team. In addition, 
professional and personal attributes are required of the music therapist. 

The music therapist must be clear about their reasons for joint working 
and be aware that the presence of another professional in the therapeutic 
space will raise a diversity of issues. Initial discussion regarding the work is 
advantageous so that those involved are aware of what they hope to achieve 
from the collaboration. It is also advisable to inform managers so that their 
approval and cooperation is given. Prior to commencing collaborative work 
it is valuable to identify guidelines which consider the following elements: 

1 The presence of other professionals will undoubtedly affect the 
dynamics of sessions (this may include bringing new styles of music). It 
may be useful to spend some time together before commencing clinical 
work, to allow professionals to familiarize themselves musically with 
each other. 

2 The techniques and approaches of others may be markedly different 
from the music therapist’s own and it is essential that these are dis- 
cussed and treated with respect. 

3 Likewise, other professionals’ aims may be very specific and unrelated 
to the music therapist’s aims. Both professionals’ aims should be 
discussed prior to working together. 

4 Inevitably the bridging of differing professional and theoretical worlds 
may be complex and will require the professionals involved to be able 
to make compromises. 

5 The issue of boundaries and retaining of identities will need to be 
addressed and this can be achieved through continuous reflective dia- 
logue by the professionals involved. 

The music therapist should also be aware of the following professional 
and personal attributes that will be influential in creating a successful 
multidisciplinary partnership. These factors can be usefully discussed as the 
collaboration progresses: 
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1 Acknowledge that you can learn from others, particularly those in 
other professions. 

2 Be open to working in different ways and incorporating different 
techniques into your practice. 

3 Have confidence in your own skills. 

4 Be prepared not to always lead, or always be right. 

5 Be a good communicator. 

6 Be accommodating of others as they discover and understand music 
therapy. 

On an interpersonal level it is also important to be aware that the following 
personal qualities can encourage solid foundations for effective and 
productive collaborative practice: 

• honesty 

• flexibility 

• supportiveness 

• sensitivity 

• acceptance 

• understanding 

• a sense of humour. 

Finally, in order to ensure that a collaborative partnership succeeds, prob- 
lems and issues should be discussed as they arise. This may take place 
following clinical sessions, or occasionally during sessions if this is appro- 
priate. It may also be useful to set time limits on the collaborative work and 
review and extend these if necessary. The process of working collabora- 
tively will be unique to the professionals undertaking it, who will develop 
both professionally and personally as they discover their own guidelines for 
working together. 
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Appendix I 

Guidelines for good practice for 
music therapists 


This Appendix gives suggestions for good practice for music therapists 

working with adults with learning disabilities. 

T eamwork 

• Good communication with both an immediate team and other partners 
is beneficial (e.g. organizations such as health, social services and 
Mencap). This communication can be developed through individual 
liaison regarding clients, and wider meeting and training forums. 

• Workshops or training events offered to teams or partner organizations 
can enhance understanding of the role of the music therapist. This 
allows colleagues to support clients in therapy more effectively. Train- 
ing sessions or induction meetings can routinely be offered to new staff 
at the point of induction. 

• Music therapists can provide useful input to staff teams by offering 
supervision to staff running therapeutic or activity groups. 

Communication 

• When working with families consider the most appropriate way to 
make and maintain contact, and ensure that adequate and appropriate 
information is provided. 

• Issues of ethnicity and culture are of importance; further information 
and assistance (e.g. translators) can be sought if required. 

• Links with referring teams can ensure continuity of care at periods of 
transition. 

• Links with music or arts therapists at local schools can ensure con- 
tinuity of care at the time of school leaving. This may include meetings 
with school or paediatric therapists at strategic points in the year. 

• Some areas have a protocol for contact with mental health services. 
Awareness of this and familiarity with the music or arts therapies 
departments in the locality can be useful. 
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Therapeutic administration 

• It is useful to have a protocol for the process of therapy (including 
referral, assessment, treatment and discharge). Therapists might con- 
sider documenting this as a formal policy, in order to provide 
colleagues with a clear idea of how the service will operate. This also 
allows work to be audited against set standards. The use of accessible 
information (such as Makaton or easy words and pictures) could be 
used to communicate this most effectively to clients. 

• A structure for initial meetings with client and referrer, including 
paperwork, can be helpful. This might include a list of information to 
gather and points to discuss before the therapist and client make a 
decision together about an assessment (e.g. a summary of the client’s 
life history including bereavement and loss; specific diagnoses that 
would be helpful to know about; what is happening in the client’s life 
at the moment; support structures available to them to support the 
process of therapy; has the client had previous therapy treatment). 

• Within the client’s network, consider who should be notified about the 
referral, assessment or treatment (e.g. colleagues, a local community 
team, a GP, family or carers), and how they should be notified. Issues 
of confidentiality might need to be considered when liaising with 
professionals and carers. 

• It is usual practice to provide assessment and progress reports. 
Therapists might wish to consider putting the key points from the 
reports into an accessible format for clients. 


The process of therapy 

• The issue of consent, both to treatment and to audio/videotaping (if 
this is appropriate) may need to be addressed at various stages of the 
therapy. 

• An initial appointment (a one-off meeting) in the therapy room can be 
useful prior to regular sessions beginning, to allow the client to see the 
setting and have an experience of what will happen there. 

• An assessment period allows the therapist and client to think about 
whether music therapy is suitable at this time. Group or individual 
treatment, long- or short-term work, or another form of treatment can 
be considered during the assessment. 

• Detailed process notes are usually written after each session. These 
might include a chronological account of what happened in the session 
and the therapist’s own thoughts and feelings, as well as musical 
notation and references to illustrative records. 

• It can be useful to review the work at set stages, in order to keep 
developing a picture of the client’s life and what they need in order to 
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progress in therapy. Aims for the music therapy are also useful in order 
to evaluate the work. 

• Keep clients and carers informed of possible future plans for treatment. 
This can partly be managed through a review meeting built into a series 
of sessions, to discuss with the client and maybe family/carers what 
could happen next. 

• Endings are important and can be prepared for in different ways, using 
accessible materials to count down sessions, and allowing time for the 
ending to be understood. 


Professional issues 

• Music therapists may find it useful to develop networks with music 
therapy colleagues in their geographical area. 

• Continuing professional development (CPD) meetings such as special 
interest groups are stimulating and thought provoking to attend. 

• Regular clinical supervision with a qualified, registered supervisor with 
appropriate experience gives opportunities to think in depth about 
music therapy clinical work. 

• CPD needs are usefully discussed with a manager and supervisor 
(perhaps at appraisal), and appropriate training and development 
opportunities considered. 

• Therapists working with adults with learning disabilities will need to 
consider child protection and vulnerable adult policies in their area (see 
DOH 2003a; DOH and Home Office 2000). 


Working with people with profound disabilities 

• The instruments offered to clients with profound disabilities need 
particular qualities. Small, hand-held instruments that sound easily are 
useful, as well as larger freestanding instruments that can be positioned 
near to a client (perhaps on a boom stand). The sensitive introduction 
of adapted beaters and instruments can be useful. 

• Therapists should have awareness of the importance of responding to 
tiny sounds, providing an appropriate musical environment when the 
client is silent, and responding to material other than music (facial 
expression, body language, or movements such as rocking). 

• The environment that will be offered to these clients needs careful 
consideration. Will clients find it easier to play seated, in their wheel- 
chair, or on a mat or beanbag? 

• Think about working in a group setting with another therapist or 
worker. Music therapists embarking on group work alone might 
consider working with a small group or three or four clients. 



136 Appendix I 


• Explore ways to sustain the work (e.g. seek adequate supervision from 
a suitably experienced music therapist and further specialist training). 

• Collaborate with other professionals to gain information and expertise 
regarding physical and communication ability (e.g. physiotherapists 
and speech and language therapists). 

• Consider providing staff training for staff, to develop staff knowledge 
about music therapy and to support the capacity of staff to respond 
sensitively to clients who have severe barriers to communication. Music 
therapy workshops, supervision of music-based groups and intensive 
interaction training could be offered. 

• Consider ways to liaise with carers and families (e.g. send information 
sheets about music therapy, and try to meet with carers and families at 
reviews). A client’s carers or family may not know anything about the 
work that is being undertaken in music therapy if they are not informed 
by the therapist. 
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Useful organizations and websites 


Legislation and guidance 

Valuing People. A New Strategy for Learning Disability for the 21 st Century, 
London: DOH (2001) 

Website: www.dh.gov.uk 

The Same as You? A Review of Services for People with Learning Disabilities, 
Edinburgh: Scottish Executive (1999) 

Website'. www.scotland.gov.uk/Elome 

Fulfilling the Promises: Proposals for a Framework for Services for People with 
Learning Disabilities, Wales: Learning Disability Advisory Group (2000) 
Website', www.wales.gov.uk/assemblydata 

Disability Discrimination Act, London: HMSO (1995, updated 2005) 

Website', www.drc-gb.org/thelaw/thedda.asp 

The Children Act Guidance and Regulations, London: Department of Health (2004) 
Website : www.opsi.gov.uk/acts/acts2004/20040031.htm 

National Health Service and Community Care Act, London: Department of Health 
(1990) 

Website', www.opsi.gov.uk/acts/acts 1 990/Ukpga_l 99000 1 9_en_l .htm 

Human Rights Act, London: HSMO (1998, implemented 2000) 

Website : www.opsi.gov.uk/acts/actsl998/19980042.htm 

Carers (Equal Oppportunities) Act, London: DOH (2004) 

Website : www.opsi.gov.uk/acts/acts2004/2004001 5.htm 

National Health Service (NHS) information 
Website : www.nhs.uk 

Department of Health (DOH) 

Website : www.dh.gov.uk 

Department of Health, Social Services and Public Safety (DHSSPS) 

Website', www.dhsspsni.gov.uk 
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Support and information groups/websites 

Batten Disease Family Association 
Website : www.bdfa-uk.org.uk/ 

British Epilepsy Association 
Website: www.epilepsy.org.uk 
Tel: 0808 800 5050 

British Institute of Learning Disabilities (BILD) 

Website: www.bild.org.uk 
Tel: 01562 723010 

Carers UK 

Website: www.carersuk.org 
Tel: 020 7490 8818/0808 808 7777 

Challenging Behaviour Foundation 
Website: www.thecbf.org.uk 
Tel: 01634 838739 

Down’s Syndrome Association 

Website: www.downs-syndrome.org.uk or www.dsa-uk.org.com 
Tel: 0845 230 0372 

Easy info 

Website: http://www.easyinfo.org.uk 

Foundation for People with Learning Disabilities 
Website: www.learningdisabilities.org.uk 
Tel: 020 7803 1100 

Fragile X Society 
Website: www.fragilex.org.uk 
Tel: 01371 875100^ 

International Autistic Research Organisation 
Website: www.charitynet.org/~iaro 
Tel: 020 8777 0095 

Learning about Intellectual Disabilities and Health 
Website: www.intellectualdisability.info/home.htm 
Tel: 020 8725 5496 

Makaton Vocabulary Development Project 
Website: www.makaton.org 
Tel: 01276 61390 

Mencap 

Website: www.mencap.org.uk 

Tel: 0808 808 1111 (minicom 0808 808 8181) 



Useful organizations and websites 


Mind 

Website : www.mind.org.uk 
Teh 020 8519 2122/0845 766 0163 

National Autistic Society 
Website : www.nas.org.uk 
Teh 0845 070 4004 

National Development Team 
Website: www.ndt.org.uk 
Teh 01473 836 440 

National Society for Epilepsy 
Website', www.epilepsynse.org.uk 
Teh 01494 601300 

Respond 

Website', www.respond.org.uk 
Teh 020 7383 0700 
Helpline'. 0808 808 0700 

SCOPE (previously named The Spastic Society) 

Website: www.scope.org.uk 
Teh 020 7619 7100/0808 800 3333 

Sibs (for brothers and sisters of children/adults with special needs) 
Website : www.sibs.org.uk 
Teh 01535 645453 

Tizard Centre 

Website', www.kent.ac.uk/tizard 
Teh 01277 827373/827875 
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